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ABSTRACT

PATIENTS AND DOCTORS IN DIALOGUE ABOUT CHRONIC ILLNESS
MAY 2006
GEORGENE R LOCKERMAN, A.B., BOSTON UNIVERSITY
M.A., SAINT JOSEPH COLLEGE
Ph.D., UNIVERSITY OF MASSACHUSETTS AMHERST
Directed by: Professor Janine Roberts

A small group of patients with chronic illnesses and primary care doctors
participated in a structured, facilitated dialogue about chronic illness. Using a dialogue
model adapted from the Public Conversations Project (Becker, Chasin, Chasin, Herzig
and Roth, 1995; Herzig, 1998) that emphasizes experience-based knowledge and the
sharing of experiences across differences, participating patients and doctors learned
about the influence of chronic illness in each other’s lives and work. Particular emphasis
was placed on areas where improvement is needed in doctor-patient relationships.
The study design was based on a participatory action research approach. It
employed pre-dialogue interviews to develop a dialogue focus that would address
participants’ concerns and orient potential participants to the attitudes and values of
talking across differences. The interviews also served as a screening tool to assess the
ability and willingness of potential participants to engage in a cooperative dialogue
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process. Through follow-up interviews and questionnaires the participants reported
outcomes and assessed the utility of the dialogue as a clinical method. Narrative
analysis of the data emphasized the spoken and written words of participants and
provided a means to bring their voices into the ongoing national conversation about
healthcare.
Most topics discussed in the dialogue focused on doctor-patient relationships,
including what patient participants find helpful in their relationships with their doctors
and what is missing that they wish was available to them. Major issues raised through
the dialogue included: differences in what patients need and doctors can provide in
chronic as compared to acute illnesses, ways diagnosis functions in doctor-patient
relationships in chronic illness, the occurrence of “depression” in chronic illness and
effects of witnessing illness. Participants were also interested in aspects of chronic
illness that appear to be common across various diseases. Some patients noted the
caring of the doctor participants and contrasted it with how they understand
experiences with their own doctors. Over a two-hour dialogue, the participants moved
the tone from one of interest and curiosity to one of deeply felt connection that
facilitated learning and generated hope. Implications for patients, doctors and chronic
illness care were addressed.
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CHAPTER 1
THE IDEA FOR DIALOGUE
Introduction
The idea for this study grew from my personal experience during a time of great
difficulty in relation to my own health. As I explained to potential participants in the
pre-dialogue interview:
I developed the idea for a dialogue between people with chronic illnesses
and primary care physicians when I, myself, was recovering from a
serious exacerbation of a chronic illness. I was heavily involved with the
medical system at the time and began to wonder about the unspoken
beliefs of doctors and others working in the medical system, as well as
patients, that informed the relationships and interactions between us. I
thought a lot about what it means to be a patient or a doctor. Clearly,
we were all very deeply involved in day-to-day issues about chronic
illness, but from differing perspectives. So, I began to wonder what it
would be like if patients and doctors were to sit down together and talk
about healthcare and chronic illness as people who, from different
perspectives, have a lot of experience in those areas. But, I wanted it to
be a conversation in which the focus would be on the ideas of the
participants, based on their own experiences, rather than on the
immediate health needs of a particular patient. As my thinking
developed, I envisioned a process in which people could share what they
have learned from their own experiences in a way that might allow some
as yet unexpressed ideas to be brought forth and later used in ways not
yet imagined.
The idea seemed compatible with a model for dialogue developed by a
group called the Public Conversations Project (PCP), in which they bring
together people with different views about a particular issue and help them to
talk together about the issue in new and different ways. Although some doctors
and patients undoubtedly have different views about healthcare and chronic
illness, there are others who have ideas very much in common but whose daily
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lives position them differently in relation to those ideas. I thought it would be
interesting to see whether the model used by the PCP would be useful in a
context in which the defined difference among the participants would be on
their roles in relation to the focal issue and not necessarily their ideas about it.
Thus I had an idea and a method to begin to explore it. I wanted to build
from my own experience—to enlarge my field of vision and open space for the
experiences of others while keeping their voices central. I wanted to emphasize
the expertise that comes with life experience and engage that life experience,
through the individuals who have lived it, with some of the wider, more public
thought and conversation about health, illness, and medicine. This study, then,
begins with the personal and searches for a context. Throughout, I have
enlarged my focus slowly so as not to overwhelm the voices of individual
patients and doctors with academic voices.
The study is about chronic illness and I have conceived it, carried it out,
and written about it as someone who has a chronic illness. Honesty as a
researcher demands that I be transparent about myself and my process. The
reader should understand that I have made every effort to accurately report the
research process and the findings from my inevitably subjective position.
The limitations associated with my illness introduced a thoroughly
pragmatic factor to how I did my work about chronic illness as a researcher with
chronic illness. I worked slowly, sometimes taking months or even years to
move from one phase to the next. I did only what I was able to at any point in
time, making my process integrative rather than sequential. For example, when I
could not write, I would read. If I could not manage technical text, I would read
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popular literature. If I could not do thoughtful, creative writing, I would attempt
the clerical aspects. This process and the outcome therefore reflect the
flexibility that enables one, whether patient or doctor, to engage chronic illness
and live or work in partnership with it. It is less about moving planfully through a
series of research tasks or a treatment plan, and more about responding to the
moment-to-moment or day-to-day needs while always working toward the goal.
To begin to define the nature and scope of the study, I set the following
goals:
1. Create an opportunity, different from those currently available, for people
most regularly involved in the healthcare system to talk together about matters
they deem important to that system.
2. Establish this new conversation as an opportunity for participants to name
and describe for themselves matters and experiences that are frequently named
for them by others.
3. By virtue of the collaborative nature of the research process, provide a
setting in which this naming process is witnessed.
4. Gather ideas from experienced people about what matters to them most
when they attempt to give or receive help relating to illness.
5. Learn whether or not dialogue is a useful form in which to have this kind of
conversation.
6. Learn whether it might be useful to bring this kind of conversation to others
in the medical system in the future.
Questions that Guide the Study

Background for the Study
The twentieth century saw enormous and far-reaching changes in the field of
medicine, which have influenced both how doctors work and what patients expect from
the medical care they receive. As medical progress has reduced the risks of severe
disability and death from acute causes, life expectancies have lengthened and the
number of people suffering from chronic illnesses has increased (Barry, 2004; Davis,
1999; Porter, 1997). With these changes has come a shift in what people believe
constitutes good medical care.
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In the past, a doctor’s technical ability was far more limited than it is today. At
times one of his/her primary tools for healing was his/her ability to comfort and inspire
hope in his/her patients through personal interaction. Today it is the “science of
medicine” that is considered the primary factor in treating disease (Institue of Medicine
[IOM], 2001; Kaufman, 1 993; Porter, 1 997; Shapiro, 2003). This focus on disease as a
process that takes place within a particular system of the body, to be cured by
scientific methods has led some (e.g., Kleinman, 1988) to distinguish between
“disease” and “illness”. According to Kleinman, disease is the process by which one’s
physical health or body functioning is impaired. Illness, for him, is the experience the
person has surrounding their disease. It is shaped by the meaning the person makes of
what they are living and is therefore subjective. Kleinman believes that due to the way
medicine has evolved over the years, with its emphasis on laboratory science, it has
developed a nearly exclusive focus on the disease process and that perhaps something
important for healing has been lost in the concomitant lack of attention to the
patient’s experience of illness.
A further change that has influenced healthcare within the United States is the
advent of health insurance and health maintenance organizations (HMOs). Prior to
health insurance, decisions about medical care were made primarily by the physician on
behalf of the patient. The cooperation of the patient and his/her family were enlisted in
carrying out the doctor’s treatment plan. When health insurance came into being,
those treatments for which the insurance plan would agree to pay and those which
were excluded from coverage were delineated in an individual’s policy. For those with
health insurance, most decisions about medical care continued to be made by a
particular doctor in relation to a particular patient.
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Two social forces, the growing consumer culture that gained a hold on
American life and the women’s movement of the 1 960s, also influenced medical care.
Some patients began to think of themselves as consumers of medical care and began
to demand a more cooperative approach to decision making about their own health.
Women in increasing numbers expected to be active participants in decisions affecting
their bodies and their health. The extent to which this became a workable arrangement
depended to a large extent on the particular individuals involved. Today there are some
doctors who are more comfortable with an authoritarian approach to their role and
others who are more at home with a collaborative approach. Particular patients often
tend to prefer being in the reciprocal role in relation to a doctor who enacts one style
or the other.
The 1 990s in the United States saw a dramatic change in what had become the
health insurance industry such that health insurance and by extension, healthcare, have
become largely business enterprises, managed by big business, with the attendant
emphasis on the financial health of the managing organization. Now, decisions about
healthcare, down to even minor decisions, are often made on the basis of protocols
established by a third party payer. This is especially so when the cost of medical care is
beyond the range of what most individuals can pay “out of pocket”. Thus, medical
decisions are more and more being made based on compilation data, in business offices
far removed from the particularities of a specific individual’s medical needs. The doctor
and patient must now find a way to fit the patient into the structure of the system
rather than adjusting the system to meet the needs of the patient. In less than fifty
years, the power balance has shifted from one in which power was largely held by the
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doctor to, in some instances one shared between doctor and patient, and finally to one
resting in the hands of big business.
With these changes in the power structure, work conditions have changed for
doctors. People who formerly worked in practices which ran like small businesses giving
the doctors who headed them considerable autonomy and voice in their daily work
lives, now find themselves trying to keep up with the demands of a reimbursement
system that undermines that autonomy. Many clinicians find these changes limit their
ability to practice medicine in the ways they find proper and are either finding
alternative work within the healthcare field or are leaving the field altogether. Seaburn,
Lorenz, Gunn, Gawinski and Mauksch report “tremendous burnout and job
dissatisfaction among physicians” (Seaburn, et al, 1 996, p. 39), a finding corroborated
by others (Stoddard, Hargraves, Reed and Vratil, 2001). Patients are finding it harder
and harder to find a doctor with whom they can maintain a long-term relationship
based on mutual acquaintance and trust, let alone the mutual respect that can grow
between people over time. In response to these dramatic changes, doctors, patients
and legislators are scrambling to try to reconstruct a medical system that can: (a)
meet the needs of people who are ill, (b) provide preventive care where possible, (c)
ensure working conditions for doctors that exploit rather than undermine their
knowledge and skills, and (d) at the same time make medical care available and
accessible to everyone while paying for itself. It is no surprise that medical care and the
medical system in the United States were a major campaign issue in the 1996 and
2000 national elections.

Clearly, this is a time of instability in the medical system in this country in which
the assumptions upon which the system is built must be exposed and deconstructed.
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Although much popular and political attention has focused on access to care, when
decisions about treatment are made and who makes them, and who will pay for them,
the more subtle and fundamental question of what is at the heart of medical care, what
is important to patients and doctors, is often glossed over in the public discourse. This
question of what both physicians and patients believe is important in relation to chronic
illness is one that the participants in this study were invited to address.
Such a question could be asked directly to individual doctors and individual
patients either in interviews or by survey and useful information would doubtless be
obtained. However, I believed it would be possible to obtain much richer and possibly
more useful information by providing an opportunity for doctors and patients to speak
and listen to each other. Such a process of mutual dialogue had the potential to enable
them to not only share the thoughts they already had, but also to develop their
thoughts even further in ways that could not be predicted ahead of time.

Statement of the Study Question
The system of healthcare in the United States is in a period of transition and
rapid change. In the midst of the surrounding uncertainty, doctors and patients are
seeking ways of maintaining what is essential to quality healthcare, even as the current
system of reimbursement for medical costs appears to privilege the financial status of
the reimbursing organization over the health status of the people it serves. Ultimately,
patients must work together with their doctors to address their health needs, but their
collaborative voices are not often heard in the public discourse about medical care. This
study asks the question: What would people living with illness and primary care
physicians who treat people with chronic illnesses emphasize about healthcare if given
an opportunity to think about it together?
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Significance of the Study
In the way that the conversation about healthcare is framed in the current
national discourse, there are three primary participants: patients, providers and payers.
It is structured in a hierarchy of power with payers in the most powerful position,
providers in the middle and patients in the least powerful position. In this power
hierarchy those with the greatest power are exercising “power over” those whom the
system in theory serves, rendering them (patients) relatively powerless and
marginalized. Providers are only somewhat less powerless and marginalized than
patients as they find that their former authority to make healthcare decisions on behalf
of their patients no longer rests with them.
When a person or group of persons experiences themselves as marginalized,
they often find that they have been defined by someone else and their responses to
their context can take the form of reactions to both the definitions imposed by those
in power and to the circumstances of powerlessness. However, it is common that in
such a situation, those in power deem the voices of those marginalized to be unreliable
and in such a context, further efforts on the part of those marginalized to speak a
different truth are often pathologized.
To remove oneself from such a bind, a person or group of people who find
themselves marginalized can choose instead to position themselves proactively rather
than reactively in relation to the dominant group. In doing so they seek to define
themselves for themselves rather than responding to a definition imposed on them
from the outside.
In this study I invited patients and doctors to position themselves differently in
relation to payers and to the dilemmas of healthcare as they addressed the question of
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what is important to emphasize about healthcare in relation to chronic illness. Rather
than speaking in the language of the third party payer system, they were asked to
speak from their own experiences as people who live everyday with concrete concerns
about health and illness. The intention was to value and honor equally the knowledge,
skills and experiences of both patients and doctors as they each offered their unique
contribution to a conversation in which they were invited to name for themselves that
which has in the dominant discourse been named for them. Through such participation,
patients and physicians had the opportunity to share power with each other instead of
attempting to regain power wrested from them by managed care companies. The
witnessing by the researcher of this naming process and power sharing, the crafting of
the process in a collaborative endeavor and the translation of all of these into writing in
the form of the dissertation add further layers of significance to what otherwise might
be considered a private exercise. Thus, the study offered participants the opportunity
to do something different and in one small way change their relationships with the
larger system.
As an action research study it continues to have the potential to affect the
social and political arenas as well. The participants themselves may bring their
experiences of the research process into their future interactions with other healthcare
providers and other patients. They had suggestions for me as researcher about further
ways to make use of the information gathered. Some of the doctors thought they
might find ideas generated in the dialogue useful to share with students and trainees in
medical education programs. Some participants suggested writing patient education
materials incorporating ideas from the dialogue. Participants also had ideas about how
to bring their thoughts to a wider, general audience, possibly bringing it into the
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political arena. Those working to address matters of healthcare in the legislative
process might find the information learned from this study a useful contribution to the
ongoing public conversation. All of these are simply some possibilities for ways that a
pilot study such as this could become a jumping off point for future work. Ultimately,
the usefulness of the study will depend to a large extent on the experiences of the
participants and how they themselves, as active collaborators in the research process,
choose to use those experiences in the future.

Definitions of Terms
Art of medicine: This refers to the interpersonal aspect of how medical practitioners
engage with patients. It includes but is not limited to how they share information about
the patient’s health, examine or treat their body and participate in making decisions
about the care of the patient’s body. It is often distinguished from the science of
medicine.
Chronic illness: As used here, the term chronic illness refers to any illness that is
ongoing and open ended in nature and for which there is no known cure. It is distinct
from acute illness that is time bound and curable.
Cure: This is a word that often means different things to different people. For example,
in relation to cancer, a physician may say that a person is cured when after a certain
elapsed period of time, there is no longer evidence of disease. It may be though, that
the person continues to have a higher than average risk of a return of the same type of
cancer. The person him/herself may understand cure to mean that they are finished
with that type of disease in much the same way that they are finished with a bacterial
infection following treatment with a course of antibiotics. It is over and done with. For
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purposes of this study, I use the common usage, meaning the disease is completely
finished with and there is no need for follow-up attention in relation to it.
Dialogue: For purposes of this study, the term dialogue refers to a structured,
facilitated conversation among a small group of people who come from different
positions in relation to a matter of public concern.
Disease: Arthur Kleinman’s (1988) use of the term is used here. Me refers to disease as
a process of derangement or dysfunction that takes place within an organ system of
the body due to a variety of causes. It is distinct from the experience of the individual
whose body is affected.
Healing: Healing refers to a restored sense of well being experienced by someone for
whom that felt sense has been disrupted. It may also refer to the process of assisting
someone toward such a goal or moving toward such a goal oneself. In relation to
disease, it is experienced apart from the status of any particular disease process or
corresponding symptoms.
Healthcare system: A synonym for medical system, healthcare system refers to the
organized collection of medical institutions within which medical research, medical
education and provision of patient care take place. It is used here interchangeably with
medical system.
Illness: Following Kleinman (1988) illness refers here to the lived experience of an
individual whose body has been affected by disease. It includes, but is not limited to,
the meaning and significance associated with the disease by the individual and those in
his/her social context.
Managed care: Managed care refers to the organizational systems within which
healthcare providers address the needs of patients and to which individuals or groups
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of individuals subscribe in order to have their healthcare needs addressed. Though
there are a variety of forms of managed care systems in the United States today, they
have several elements of their organizational structures in common. They include: The
development of healthcare protocols standard to their organization and reimbursement
of costs for healthcare activities that meet the guidelines set forth in the protocols.
They are often run by people whose primary expertise is in the management of large
businesses rather than medicine.
Medical system: This is a synonym for healthcare system. See healthcare system for
definition. The two terms are used interchangeably.
Medicine: The term medicine is used here in two ways. It refers to the field of study
concerning the health and diseases of the human body and ways of preventing and
curing or mitigating diseases. It also refers to the practice of applying knowledge from
that field of study in clinical situations to diagnose or treat a particular disease in a
particular individual as well as to clinical situations in which the focus is on disease
prevention.
PCP: An abbreviation for Public Conversations Project, PCP is a group of therapists who
have developed methods based on family therapy theory and techniques for bringing
together people who hold different positions on divisive public issues. At the time this
study was in its planning phases, their goal was to assist people, through structured,
facilitated conversations which they call “dialogues”, to speak together in new ways
about those “hot public issues” around which they have differences.
Science of medicine: When speaking of the field of medicine or the practice of
medicine, it is common to distinguish between the science of medicine and the art of
medicine. The science of medicine refers to the body of knowledge encompassed by
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the field and the study of that body of knowledge or the application of that body of
knowledge in academic, research and clinical settings.
Third party paver: In a system in which patients can have their healthcare costs paid by
someone other than themselves, the paying party is referred to as a third party payer.
In practice in the United States today, third party payers are either health insurance
companies with which patients hold policies or managed care organizations with which
patients have contracted as members.

A Note on the Use of Language
I have struggled with how to position myself in relation to use of the term
“patient”. The term implies for some a power hierarchy that I wish to avoid
automatically endorsing. On the other hand, it is so much a part of common usage that
it serves as a kind of short hand to communicate membership and role in a complex
system of relationships. I have thought of trying to introduce other, non-hierarchical
terminology but find it cumbersome and unclear. Through the preparatory phases of
the study, I used the terms “patient” and “person living with illness” or “person with
health concerns” interchangeably and planned in this writing to refer to the participants
as they referred to themselves or preferred to be called. As it turned out, not one of
the participants brought any attention whatsoever to this issue and I therefore
continue most of the time to use the term “patient” for its familiarity and short hand
value. Halpern (2004) and Shapiro (2005) discuss a similar concern and conclude that
use of the term “patient” invokes the reciprocal nature of the role in relation to
“doctor”, and due to their short hand function when used together, they also continue
to use both terms.
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Scope and Delimitations of the Study
Any attempt to address the healthcare system in the United States in the early
2000s was a daunting task given the size and complexity of what the system has
become. Of necessity, a dissertation study can be only a very small voice in the larger
national conversation. Based on the premise that even a small difference can make a
difference that matters, this study is limited to introducing one small difference to the
national conversation. I sought to introduce a context of respect and curiosity to a
small group of people drawn from two populations whose voices have become
marginalized and to wonder what difference this might make in how they think about
themselves and matters of importance to them. Further, I asked one basic question of
this small group of people: What do patients and physicians consider important to
healthcare and therefore what would they discuss together in relation to chronic illness
if given an opportunity to talk outside a clinical encounter? Although this question
seems to be at the core of the national conversation, there are many other questions
that also need to be addressed.
Some of the questions not addressed in this study concern the following issues:
•
•
•
•
•
•
•

access to medical care
gender bias in the medical system
class bias in the medical system
issues of race and nationality both in education and provision of care
definition of who constitutes family when issues of sharing information and
decisions on behalf of a very seriously ill person need to be made
access to medical records and the influence of how language is used in both
records and spoken conversation regarding patients and their illnesses
privacy regarding health issues and medical records
There are other large social issues such as how the third party payer system is or is

not working for the majority of people and what differences a national health insurance
program might make, as well as how the tremendous technological developments of
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the last century and those on the horizon can best be used in healthcare. It seems that
the issue of physician burn out is an ever-increasing matter of concern that needs to
be addressed as well. These are all matters of serious importance to the future of the
medical system in this country and well beyond the scope of this one study.
A further limitation is that in a small study such as this, it is not possible to invite
participation from the wide range of providers within the medical system. For many
people, nurse practitioners fill the role often ascribed to primary care physicians and it
would be interesting to include them and patients who receive services in this way in a
larger study. Others in the medical system such as nurses, technicians, physician’s
assistants and others also feel the impact of changes in the system but addressing
their perspectives is also beyond the scope of this study.
Additionally, a small study focused in one geographic area, in this case the urban
northeastern United States, may not be generalizable. Therefore the goals of such a
study are to raise questions rather than attempt to answer them.

Researcher Ideology and Biases
This project is founded on an ideology developed through my study of feminist
and narrative family therapy. It focuses on the importance of assisting people whose
voices are marginalized to be heard, and on the process of naming and witnessing their
experiences. This provides for a multifaceted image of reality as known through lived
experience. It further elevates lived experience as a legitimate source of knowledge and
expertise and explicitly encourages a type of conversation that seldom takes place.
Another underpinning of the study is the belief that the human, relationship aspect of
how people engage together when working in professional relationships is at least as
important as the technical skills and credentials of the professional.
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In a study such as this, which draws attention to the highly personal matter of
healthcare and illness, it is important for the researcher to name her biases derived
from her own relationship to these issues. Through my intensive involvement in the
medical system as a patient, I have developed opinions and biases that most certainly
influence the questions I am asking and the ways that I understand what transpired
during the course of the study. I, therefore, attempt here to name as clearly as
possible those biases of which I am aware. During a serious and debilitating illness and
the following process of rehabilitation, the physicians who were the most helpful to me
were those with whom I shared a collaborative relationship. In my own experience, it
has been necessary for those physicians to step out of multiple dominant discourses in
medicine to even find diagnoses and later, effective treatments. From personal
experience, I place importance on looking for what has not been said, trying to discern
what has not yet been conceived, and looking for ways to bring what is marginalized
toward the center. I have further learned that having power to name another’s
experience, as in medical diagnosis, has tremendous potential for both healing and
harm.
These experiences have clearly shaped the development of this study idea and
undoubtedly influence the way I understand the data to emerge from it. Therefore, I
employed a research design that invited the participants themselves to offer input to
the development of the research instrument and interpretations of the data, so as to
be clear about the influence of my own biases. I also asked a research assistant to
independently review the raw data to reveal areas of convergence and divergence with
my own reading of it.
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Assumptions
Several assumptions that underlie this study stem from the researcher’s ideology
and biases named above. They include the following ideas:
•

•
•
•
•

People who need to focus on matters of health on a regular daily basis, including
doctors and patients, have expertise to offer regarding what is important to good
quality healthcare.
Patients and doctors will want to talk together.
They will intuitively sense that something useful may evolve from such a
conversation.
Dialogue is a useful context for naming what has not yet been named.
The process of naming and the witnessing of that process can make a difference to
individuals and to communities.
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CHAPTER 2

REVIEW OF LITERATURE

Medicine’s major contributions in recent history have been in the areas of public
health and disease prevention and diagnosis and treatment of infectious and acute
disease. All of these have come about as a result of the professionalization of medicine
as it moved into the academy and developed a foundation in scientific research. The
changes that came with this move were of such magnitude and brought with them
such an improvement in the life of the average person that the public developed an
esteem for doctors and medicine that became our cultural heritage. With this esteem
came expectations—that medicine has the answers to all of the ills that express
themselves in our bodies, and that doctors as representatives of the profession are in a
position to dispense these answers (Barry, 2004; Kaufman, 1993; Porter, 1997). The
myth that medicine has such power to cure became so pervasive in mid to late
twentieth century Western culture, that it has taken time for doctors and lay people
alike to recognize that it may be the source of the unrealistic expectations on the part
«

of both patients and doctors that medicine will have the answers for the growing
population of people with chronic health problems.
As a field, medicine is beginning to address chronic illness as a distinct area of
concern with challenges for both patients and doctors that are different from those
related to acute illness or infectious disease (Davis, 1999; I0M, 2001). Central to this
distinction is the fact that by definition, medicine does not have the means to cure
chronic diseases. As the field develops models for treatment of chronic disease and
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care of patients with chronic illnesses, those who address these issues have a unique
opportunity to contribute to the conceptual development of these models. The broad
perspective of family therapists can offer a point of view uniquely suited to addressing
the frustrations often expressed by doctors and patients coping with chronic illness
today. We can see the frequent blaming of patients by doctors and doctors by patients
as a symptom of a larger social problem and can see beyond the symptom toward
openings for change.
To gain some understanding of where these openings might be, we must first
try to enter the worlds of those involved. With a focus on doctors and patients, in this
section I will attempt to enter their worlds by exploring some of the writings in the
popular literature. Comments from selected academics will offer some organizing ideas
and an overview of some attempts to address the problem will establish the
parameters of where the conversation about chronic illness stands today.

Popular Literature
There is a rich literature in the popular press by patients who variously
contribute from a self-help approach and from the genre of memoir—books, essays and
edited collections about their experiences. As the task here is to enter the world of
patients, the focus will be on memoirs, essays and collections. The popularity of these
publications points to a common need that they tap in all of us to name experiences
that are often silenced or marginalized.

Publications By Patients
Patients as a group have been prolific writers and incisive teachers, narrating
the world of illness, opening up the usually hidden realities of life with illness, with an
eye toward the depth of their experiences and a boldness that defies the boundaries of
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social convention and requires a certain courage on the part of the reader. Foster and
Swander, in their 1998 edited volume, present a social frame for this inquiry. They
maintain that illness comes to everyone, but our cultural mythology cannot account for
it. Illness is considered outside the flow of “normal” everyday life.
As Patricia Foster says in the introduction of her book The Healing Circle:
Authors Writing of Recovery, co-edited with Mary Swander:
When we began this anthology, my co-editor Mary Swander and I wanted
essays that would investigate this landscape, personal stories that
would help us map a journey new to our cultural mythology, stories
about possibility within illness, about the dailiness of recovery and the
strategies that have allowed us to turn paralysis and self-doubt into
insight. These are stories of the body-not the medical facts (though
many such facts are included in these essays), but the hidden story of
the body wounded, the mind fractured, the spirit grasping to understand
the nature of suffering. Our desire was to find essays that illuminated
what was not known about the path to recovery, for illness remains a
private exile, a disruption from the life of stability and achievement,
something we’ve been taught to be ashamed of as if it’s a personal
failure. And yet all of us, at some point, will pass through these narrow
gates, will have to contend with the meaning of descent and
reconciliation. (Foster, 1998, p.5)
We learn from Foster (1998), along with Albom (1997) and French (1998) that
serious illness can be clarifying. There are things to be learned from serious illness that
are not as accessible in other ways. This learning can be transforming.
I move through the day from pleasure to pleasure like a woman walking
through the halls of a great art gallery... Coming up against failure in so
absolute a fashion calmed my anger and cooled my ambition. I am no
longer driven. I no longer imagine that I can do much to help bring about
the millennium of the humane ideal, or that I can change anything at all. I
have relinquished my painful freight. I am free. I am permitted to enjoy
myself. I have noticed that my laugh has changed, is more spontaneous,
deeper. I am almost serene... I am happy that sickness, if it had to
happen, brought me to where I am now. It is a better place than I have
been before. (French, 1998, p. 256)
Descriptions of living in some way apart from “ordinary life” and confronted on
a daily basis with realities to which we are both unaccustomed and of which we have
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been socialized to be ashamed, provide a context in which priorities become reordered
and people seem to make meaning of their experiences in ways that at times
profoundly change them. These authors convey a sense that having faced illness, they
now know something about life that they could not learn in any other way, and it is a
deep, internal knowing that is difficult to communicate to someone who has not “been
there”. Some of these lessons about life are made more accessible to members of a
society that assumes health in Mitch Albom’s book Tuesdays With Morrie: An Old Man.
A Young Man, and Life’s Greatest Lesson (1997).
In fact, the experiences recorded in many books by and about patients seem to
center around three themes: separation from ordinary life, altered reality that includes
suffering and new learning that changes the identity of the person who has gone
through the experience. When those who “re-enter” life after illness write of that phase
of illness, they describe their re-entry as that of one who has been fundamentally
changed (e.g., Lazarre, 1 998; Lipsyte, 1 998; Price, 1 982). It is as if they have gone
through some kind of initiation rite and made their way through a rite of passage.
There is an assumption, even among some patients writing about illness, that
one will either recover or die from the illness. This is apparent in concepts such as
“recovery” and “re-entry”. However, as Price (1982) demonstrates, the process of
separation, altered reality and change can take place for those as well for whom illness
is an ongoing way of life.
A hallmark of illness is its unpredictability. Certain illnesses bring the destruction
of even an illusion of control over one’s body and one’s ability to relate to time in
planful ways (Berne, 2002). Yet, as Halpern (2004) teaches, there is an etiquette of
illness, a side effect of living in a world that assumes health.
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Most writers in one way or another address loss as a major feature of illness.
Stevens (1998), Sullivan (1998) and Kenny (1994) offer particularly poignant
examples of loss. “There was no open road calling me—only hours of loneliness and
pain and the terrible feeling of being left behind by a world that had better things to
do.” (Kenny, 1994, p. 164)
For many, a sense of betrayal of the body, or by the body, is a central aspect of
this experience (Berger, 1 996). With loss comes a changed sense of self (Berger,
1996, Lazarre ,1988, Schmookler, 1997; Solly, 1988). Roberts (1998) and Shapiro
(2000) describe attempts to maintain their sense of self through illness storms as
they, in ways small and large, assert themselves as individuals while on medical turf.
Not surprisingly, illness changes one’s relationship with one’s body (Handler, 2003) and
calls into question customary beliefs and practices in relation to personal boundaries
(Handler, 2003; Roberts, 1998).
Numerous authors describe a sense of being set apart from “normal life” and a
changed relationship with the world (Duff, 1993; French, 1998; MacFarlane, 1994;
Murphy, 1987; Shapiro, 2000; Sullivan, 1998; Watt, 1996). A common metaphor for
moving into the experience of illness is that of a journey (Lipsyte, 1998) or a different
culture (Murphy, 1987). Susan Sontag’s often-quoted metaphor captures the sense of
being apart. “Illness is the night-side of life, a more onerous citizenship. Everyone who
is born holds dual citizenship, in the kingdom of the well and in the kingdom of the sick.
Although we all prefer to use only the good passport, sooner or later each of us is
obliged, at least for a spell, to identify ourselves as citizens of that other place.”
(Sontag, 1978, p. 3) Even the title of Lipsyte’s book, In the Country of Illness: Comfort
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and Advice for the Journey, suggests, as do others, a sense of dislocation, as if during
illness he was in another place. Marilyn French says in A Season in Hell:
But my illness had estranged me from the world. Each time I left the
hospital, I would stare from the cab at familiar streets, busy as always
with people following their usual course, but the sight did not cheer me.
People, noise, activity—nothing dislodged my sense of disconnection, of
being ill; nothing erased the hundreds of sick and dying people still
visible behind my eyes. The concerns of normal people were not my
concerns: my concerns were suffering and dying. When I got home I
would lie on a couch in my study and read or listen to music, trying to
blot out bad memories. (French, 1998, p.83)
So French gives voice to the sense of disconnection from the outside world as illness
forces one’s attention and energies to be focused on the very concrete world of the
body and the existential realities of suffering and death.
Shapiro describes a sense of dislocation from oneself—“I felt like a double,
stepping into someone else’s life” (Shapiro, 2000, p. 106)—and reiterates the sense of
being outside the ordinary flow of life: “I ached for my old way of being. The intensity
of grad school, the friends, and even the trivial worries. I wanted to worry about flat
tires, overdue bills, and grades. The days moved slowly... Life was casting me aside.”
(Shapiro, 2000, p. 107)
Confrontation with oneself is a primary task that faces many who find
themselves ill (Price, 1982) and it is common to read about needing to find or create
new meaning in one’s life or a new sense of purpose to one’s life (French, 1 998). A
significant subset of self-help books were written by people who themselves have
chronic illnesses and draw on their own experiences to share what they have learned
with others or use their experiences as a jumping off point to investigate means of selfhelp for others with similar health issues (Berne, 2002; Register, 1987; Wells, 1998).
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Price (1982) describes ways that coping with pain both brought new meaning to his
work and his work enabled him to cope with his pain.
Spiritual development or development of a spiritual life seem to take on added
importance for some writers (Kuner, Orsborn, Quigley and Stroup, 1999; MacFarlane,
1994) either as a familiar home that offers sustenance and stability amid the
uncertainties of illness or as a new practice offering something to hold onto when
every familiar aspect of life is stripped away.
Even time seems to change for some of these authors (French, 1 998) as
isolation (Kenny, 1994), loneliness (Lazarre, 1998) and physical pain (Hogan, 1998)
contribute to a form of suffering that sets one apart from the ongoing flow of life
(Berger, 1996; Kenny, 1994; Thompson, 1998). Exposure to other people’s suffering
can compound the experience (Watt, 1996).
In a profound way, these writers communicate the depth of experience that
illness can bring (Broyard, 1992; Orsborn, 1999; Sullivan, 1998), sometimes venturing
to try to explain how their awareness of death influences the way they now live
(Murphy, 1987; Watt, 1996). Some write of their fear of death (Trillin, 1981). Others
try to communicate the intensity of their suffering (Lazarre, 1 998) and what it is to
endure suffering (French, 1998). Fear, desperation—sometimes trauma—(French,
1998) at times overwhelm calmer ways of coping. Broyard (1992) eloquently depicts
the ways illness can take over a life and redefine what is central.
French writes of her need for help in dire circumstances (1 998) and Swander
(1 998) expresses the difficulty of communicating one’s need for help and having the
message heard. “I had my friends and my neighbors, thank God, and good ones, too,
but for whatever reason—my stoicism, their denial or inability to comprehend the
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severity of the situation—I could not communicate with them enough to connect
during this moment of crisis.”(Swander, 1 998, p. 110) It is as if the message is sent
across a language divide spanning cultures. Solly writes about the appreciation of help
received. “She laid the robe over her arm and extended the other for me to hold as I
stepped over the rim of the tub and onto the chair. Though I was in a hopelessly
dependent situation, Annie’s touch never felt demeaning... It was her hands on my
shoulders that somehow enlivened and invigorated me.’’(Solly, 1998, p. 96)
One can feel the desperation in Foster’s wish for deliverance: “I grew steadily
weaker, moving from an active life into the realm of a sedentary hermit, realizing for
the first time my own tenuous hold on health... I wanted desperately for someone to
fix me, to deliver me from this mess, but recovery was not such a simple package.”
(Foster, 1 998, p. 7) We recognize the cultural imperative to pull oneself up by one’s
bootstraps in her description of trying to will herself into health: “In the early stages of
illness I imagined myself earnest but vigilant, moving forward with the applause and
approval of doctors and friends... If nothing else, I thought, I could will myself into
health ... that I could outperform, outresearch, outmaneuver whatever disease threw
my way.” (Foster, 1998, p. 9)
Conant (1990) provides a variation on the theme of chronic illness in her
writings about having an illness for which diagnosis is elusive, and Sleigh (1998) sheds
light on the paradox of hope. “As our chances for getting well diminish, as pain or
weakness turns us more and more inward, the only force turning us back toward the
world is hope.” (Sleigh, 1998, p. 147)
Several writers (Roberts, 1998; Shapiro, 2000; Solly, 1998) distinguish
between the disease and the person: “I tend to believe that even in a bone marrow
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transplant unit, it is possible to have a life” (D. Shapiro, personal communication,
October 8, 2003). These writers and others (Gearin-Tosh, 2002; Skloot, 1 996)
illustrate that the person has to confront their disease and its affect on them and
those around them in a way that makes sense to them. What fits for the life of one
person may not for another, as the body contains more than anatomical parts (Solly,
1 998) and caring for it must therefore reflect the person and not just the state of the
body.
Numerous authors, (e.g., Roberts, 1998; Schmookler, 1997; Shapiro, 2000;
Skloot, 1996; Solly, 1998) write that connection matters. It relieves aloneness: “The
healing happened in the daily tasks between Annie [his homecare nurse] and me.”
(Solly,1998, p. 94) In a chapter entitled “Spirit Doctors”, Shapiro enumerates
numerous small acts of connection that made a difference for him during his treatment
for cancer. It reads like a “litany of kindnesses”.
Hey thanks. Bleary-eyed resident with short hair and a starched
collar, pissed off at four A. M. ‘cause the coffeepot’s empty and you’ll
only get ten minutes before you have to come into my room ‘cause I’ve
spiked another damned fever and I’m complaining about my Hickman
catheter again. Thanks for sitting down when you came in. Thanks for
taking the time to listen before you grabbed for the catheter...
Hey you. Big man. Standing awkward at the end of my bed with
tools on your belt. Shifting your weight like you did when your mom told
you not to touch anything at the curio store. You told me three times
you were there to check the thermometer ‘cause I’d complained and you
knew how tough it was to be cold when you’re feeling sick. You
apologized for the intrusion, said it slow, in-true-sion. You asked me if it
was a good time. You could come back if I wanted to sleep now. Thanks.
Hey thanks. Big woman with yellow eyes and thick hands who
pushed my wheelchair and hummed “Danny Boy...”
Thanks. Old voice who answered the phone when I dialed the
operator. Not sure how to locate someone at the pharmacy to ask them
to hold my prescriptions. You took the time to ask me questions. A
voice of a seasoned grandmother who’d raised six kids by herself. You
figured out who I might need to call. Didn’t just give me the number but
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ran interference for me. Called and made sure they were there. You
saved me a trip on a feverish day. Thanks...
Sometimes, when my body has forgotten how to regulate its
temperature and the world has grown cold. When I don’t recognize my
puffy, bald reflection. When I notice the hair on my arms is gone and my
veins are just dry winter branches. Sometimes there are fleeting
thoughts. I’m already gone. It’s already over. Why not stop fighting?
And then one of you enters my room and laughs with me, or flirts, or
tells me about a good movie. And I’m back. I’m still alive. And I’m gonna
kick this thing. (Shapiro, 2000, p. 1 59)
Perhaps among the most eloquent voices elucidating what patients find makes a
good doctor are French (1998) and Broyard (1992, 2002). They both look beyond the
needs of the patient to speculate on the benefits of connection to the helper.
It may be necessary to give up some of his authority in exchange for his
humanity, but as the old family doctors knew, this is not a bad bargain.
In learning to talk to his patients, the doctor may talk himself back into
loving his work. He has little to lose and everything to gain by letting the
sick man into his heart. If he does, they can share, as few others can,
the wonder, terror, and exaltation of being on the edge of being,
between the natural and the supernatural. (Broyard, 1992, p. 57)
A handful of writers (Frank, 1991; Schmookler, 1 997; Webster, 1 989; YoungMason 1997) look at personal illness at the social level beyond the individual. “The
mending of the fabric of the human community requires ... that the worlds of the
healthy and the sick be bridged and melded into one. The ill person is challenged not to
close off from the contact; the healthy, to remain fully present to the suffering other.”
(Schmookler, 1997, p. 188) Sullivan (1998), Skloot (1996) and Young-Mason (1997)
bring the conversation full circle with their assertion that illness is about living—it is the
same thing healthy people do all day, only the ill do it with greater awareness.
In a book written by a cancer survivor to a young cancer patient, Trillin
summarizes the experience of serious illness when she says, “The one thing I know is
that you and I will know some things that other people don’t know, and we will have a
lot to talk about.” (Trillin, 1996, p. 26)
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Publications By Physicians
Juxtaposed with stories about being ill written by patients, there are in the
popular literature a handful of books written by contemporary physicians that describe
their experiences and views of their lives working everyday in the midst of the drama of
life, death and suffering. These books provide a window through which the layperson
can look inside and gain a glimpse of what it might be like to live the life of a physician,
someone who faces illness on a daily basis but from a very different position than that
of a patient.
There are three distinct genres in the contemporary popular literature about
medicine written by physicians. Numerous books belong to the self-help genre, but
they fall outside the conceptual frame addressed here. In another of the genres,
doctors tell stories from their own lives focusing on how they have met the challenges
of working with particular people in particular situations, how they live as doctors.
Some are written as memoirs, others as collections of essays. Still others are edited
collections. Among these is a large number of memoirs about medical training and the
process of establishing oneself on a career path. There is also a significant number of
memoirs by doctors who have themselves been seriously ill, in which they present a
perspective on the world of medicine that is informed from the viewpoint of being an
insider who is now a recipient of everything that illness and medicine deliver to
patients. In a third genre, doctors write commentary on medicine as it is practiced
today, explicitly elaborating a particular theoretical perspective or sharing an
orientation to practice. These genres, encompassing story and commentary, will be
considered here.
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For many doctors, medicine is a way of life, not just a job or a career
(Verghese, 1 994). It makes enormous demands on a physician’s time and works its
way into the private spaces of one’s life when one is on call or worried about a sick
patient. “I called ... shortly before I went to bed... I slept fitfully, waking up every few
hours and eyeing the red neon digits on my night-table clock. Finally, not long after
four-thirty A.M., I got out of bed and made myself a strong cup of coffee. I had a busy
day ahead of me.” (Groopman, 2004, p. 102) For some doctors medicine is a calling
(Kidder, 2004; Williams 1984). As numerous doctors write in their memoirs, it can be a
very satisfying and at the same time challenging way to live (Berger, 1967; Gibson,
1983; Selzer, 1992, 2001; Zazove, 1 993).
We may appear calm, but inside we’re suffering like everyone else,
coping with the situation in our private way. Doctors, facing death and
disability every day, maintain their sanity by distancing themselves from
the emotions of this issue. Periodically, however, our defenses break
down, and we too have to confront the inevitable... Sometimes it is
impossible not to become emotionally involved. When that happens, we
suffer too, along with the family. (Zazove, 1993, p. 143)
That’s what I enjoy more than anything else about my practice. Medicine
itself is intriguing, but it is the people themselves who make being a
doctor especially attractive. I get to know many of my patients; who
their family members are, what they do for a living, what’s going on in
their lives... And when I can help them feel better, I like it even more.
(Zazove, 1993, p. 290)
Learning to be a doctor is very much like learning a new culture through
immersion (Denton, 1993; Gawande, 2002; Kaufman, 1993; Ludmerer, 1999; Ofri,
2003; Remen, 1996).
My own internship was the hardest, most devastating year of my life.
It’s been eight and a half years since I finished that year, and some of
the pain, the anger, the exhaustion, and the anguish is still with me. I
don’t think my experience, or the experiences of [interns portrayed in
the book] are unique. Everybody who lives through an internship is
forever changed by the experience. The intern learns about medicine
and the human body; he or she truly becomes a physician. But in the
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process, through the wearing down of the intern’s spirit, that person
also loses something he or she has carried, some innocence, some
humanness, some fundamental respect. (Marion, 1989, p.341)
Confrontation with death is one of the great challenges for medical students
and a source of tension throughout the lives of some doctors (Peschel and Peschel,
1986; William, 1992).
We immediately think of some of the physician’s earliest experiences
during his training, his months spent with the cadavers of anatomy
class, those all too palpable—and real—images of the death that is
man’s inevitable fate. We think, too, of the doctor’s further training and
encounters, his days and nights on the hospital wards where he comes
to know, intimately, the rhythms, sights, sounds, and scents of
suffering, pain, disease, dying, and death. In a way, then, we begin to
feel that because of the doctor’s exposure to and, in a sense, immersion
in death (hands and mind plunged into the cavity of the cadaver), the
doctor may be a kinsman of the survivor or even a kind of survivor
himself. (Peschel and Peschel, 1986, p.162)
Selecting an area of focus for one’s career in medicine is akin to making a place
for oneself within this culture (Laster, 1 996; Ramsdell, 1 994). At the same time, all
medical systems are of necessity steeped in the culture that surrounds them. Most
cannot avoid becoming a microcosm of the surrounding culture, with social and political
issues played out in the education of doctors and the delivery of medical care to
patients (Klass, 1987, 1990, 1992; Marion, 1989; Ofri, 2003). Medicine in the United
States has its own conservative cultural overlay steeped in structure and hierarchy
(Verghese, 1994). Often, it is doctors who themselves become patients who are able
to see most clearly the effect of the culture of medicine on patients and ways that
practices within medicine need to be rethought (Cousins, 1979; Heymann, 1995;
Kurland, 2002; Remen, 1 996). Jody Heymann, a physician with a serious illness,
highlights some of the many ways, large and small, that practices within medicine work
counter to the needs of patients.
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The care of patients is habitually impoverished when patients’
descriptions of their experiences are ignored, when doctors discourage
patients from making decisions about their own care, when hospitals
ignore patients’ needs in everything from discharge routines to spring
cleaning schedules, when patients’ families are treated as invisible, and
when health insurance provides doctors and patients with less and less
time to talk to each other. Many of the insults are small—doctors not
giving local anesthesia for temporarily painful procedures or nurses not
calling a doctor when a hospitalized patient grows sicker and asks to be
seen—but taken together, these regular wrongs are a stronger
indictment of our current system than the less frequent acts of
malpractice or rare acts of malevolence.” (Heymann, 1995, p. 8)
Upon meeting a new doctor, another doctor who went through an intense ordeal as a
patient, Geoffrey Kurland, responded to the new doctor’s comments, “Yeah. Some
story. I’m feeling too much like a story these days, not so much like a person.”
(Kurland, 2002, p. 164)
Attempts to make medicine more responsive to the needs of patients have resulted
in several different conceptualizations of the problems and their solutions in both the
academic literature and the popular press. These include:
•
•
•
•
•
•
•
•

Introduction of a biopsychosocial model (Engel, 1977)
Attempts to clarify what primary care is all about (Cassell, 1976, 1 997)
Exploration of compassionate doctoring (Cassell, 1991; Horn, 1986; Lown,
1999; Magee and D’Antonio, 1999)
Elucidation of a feminist vision of medicine (Candib, 1 995; Remen, 1996)
Knowing the patient in their context (Hilfiker, 1 994; Kleinman, 1 988)
Bridging the doctor-patient divide (Korsch and Harding, 1 997; Magee and
D’Antonio, 1999; Savett, 2002)
Narrative medicine (Borkan, Reis and Medalie, 2001; Borkan, Reis, Medalie and
Steinmetz, 1999; Charon, 2001)
Portraying the doctor as a complete human being (Groopman, 1 997, 2000,
2004; Verghese, 1 994)

The common theme among each of these is that they all in one way or another seek to
enlarge the view of the patient and therefore also of the doctor. They all, either
implicitly or explicitly, consider the illness in the context of a living person and move
beyond a narrow focus on disease. Medicine then becomes more humanizing of the
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doctor as well. This, however, is an idea that has had difficulty finding a home in
institutionalized medicine, what is often called the medical system.
Recognizing the need for improvement across practice settings in the
treatment of patients with chronic illnesses, the Institute of Medicine (IOM)1 undertook
a study of the treatment of chronic illness in America and in 2001 published a report of
their findings entitled, Crossing the Quality Chasm; A New Health System for the 21st
Century. This report became a mandate for change that generated excitement in the
medical community and funding became available for new initiatives to address the
needs of those with chronic illnesses. Indeed, ideas for utilizing the resources available
to twenty-first century medicine have generated new and better systems for the
management of several chronic diseases. The report places considerable emphasis on
patients as partners in healthcare, recognizes the uniqueness of each individual and
explicitly delineates ways of recognizing and honoring the contexts of patients’ lives.
One of the challenges of medicine is its central paradox: It is steeped in science
and doctors and lay people alike tend to think of it as a scientific discipline focused on
the diagnosis and treatment of disease. Yet one of the primary sources of knowledge in
medicine is the individual—the stories of individual patients and their illnesses—and its
heart is in the engagement of two human beings—doctor and patient—in those stories.
Ultimately, whatever the sources of its fund of knowledge, that knowledge must be
adapted for and applied to a particular individual in a particular set of circumstances at
a particular time. In this sense, medicine is rooted in and always returns to the
individual in the context of their life (Cassell, 1991; Hunter, 1991).
1 “The Institute of Medicine serves as adviser to the nation to improve health.
Established in 1 970 under the charter of the National Academy of Sciences, the
Institute of Medicine provides independent, unbiased, evidence-based advice to
policymakers, health professionals, industry, and the public.” (www.iom.edu/)
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What the popular books by doctors offer in common is a window into the lives
of the physicians who wrote them or whose stories are portrayed. In the telling of
stories about their patients and how they worked with them, in the sharing of their
thoughts about their profession, they share with the reader not only their orientation
to their work, but their humanity. We are exposed to their deep caring, their highly
developed skills and their humility as they work to save lives and alleviate suffering. In
short, these doctor-authors show us who they are behind their white coats and we see
them as people like ourselves. Just as patients struggle with illness, so do they. They
may be positioned differently in relation to a given illness, but they are engaged in the
effort to manage it nonetheless.
Together, these different narratives in the popular literature—by patients and
doctors—suggest a meeting ground. Patients struggle with physical, emotional, social
and existential challenges. They turn to doctors for help—after all, our cultural
mythology points them in that direction. Doctors, for their part want to help, and this
same cultural mythology says that they can. However what, exactly, is doctoring when
it is not about curing disease? This is where the cultural mythology breaks down. This
is where individual doctors and individual patients find themselves adrift, trying to
invent for themselves a way to be with chronic illness that is both life affirming and
rooted in the reality that chronic illness stays with a person no matter their
commitment to self care, no matter the skills of the doctor. This is where a problem at
the social level, with inadequate shared meaning and symbols to communicate it,
expresses itself in the lives of individual doctors and individual patients. As documented
in the Institute of Medicine report, and as Steven Farber says in his 2001 book Behind
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the White Coat: Intimate Reflections on Being a Doctor in Today’s World. “Our system
is broken and needs to be fixed” (Farber, 2001, p. 303).

Eamilv Therapy Literature
Family therapy has long addressed itself to matters of “physical illness” (e. g.,
Liebman, Minuchin, Baker and Rosman, 1976; Minuchin, 1974; Minuchin and Fishman,
1981). The 1980s and 1 990s saw the elaboration within the field of two major
approaches applying family therapy theory and methods to people’s physical health
concerns. Though not entirely discrete, I will describe them separately here as their
roots developed in separate domains.
John Rolland’s “integrative treatment model”(1994) was an outgrowth of
Carter and McGoldrick’s elaboration of the family life cycle (Carter and McGoldrick,
1 980, 1988). He developed a model to understand the psychosocial impact of chronic
illness on individuals and families that incorporates the life cycle stage of the individuals
within a family, the family as a whole, the character of a particular disease and the
trajectory that disease usually takes over the course of its lifespan. A multi-layered and
useful model, it has wide application to patients and family members, physicians and
therapists. For patients and family members it can provide a framework to name their
experiences of chronic illness and responses to it as they change over time—over the
course of the family’s and individuals’ life cycles and the course of the disease process.
It provides physicians a context for and means of conceptualizing the varied
experiences of their patients over time and in connection with chronic illnesses of
different character and trajectory and therefore different impact. For therapists it
breaks down the all inclusive term “chronic illness” into subsets that are categorized by
the psychosocial influences on people’s lives at any given point in the life cycle and the
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course of an illness. Thus, illnesses are grouped together by how they affect people’s
lives rather than by their biological and physiological processes within the body. For
everyone, the model provides a common jargon-free language to talk across disciplines
and between patients, families, and professional helpers.
The collaborative healthcare concept (McDaniel, Hepworth and Doherty, 1992;
Seaburn, Lorenz, Gunn, Gawinski and Mauksch, 1996), under the umbrella of The
Collaborative Family FlealthCare Coalition, is a response to George Engel’s 1977 call for
a biopsychosocial approach to healthcare. It seeks to provide the coordinated
contributions of practitioners skilled in addressing biomedical and psychosocial
problems to the care of individuals and families through various forms of collaboration.
The model is really a collection of ways of structuring collaborative care that is based
more in the commitment to seamless collaboration that can provide patients with
services that integrate their physical and emotional responses to illness, rather than a
particular form this collaboration should take. For patients and practitioners alike, it
provides continuity of care across specialties and disciplines and links together physical
and emotional well-being or distress. The journal, Families. Systems & Health: The
Journal of Collaborative Family Healthcare, provides a vehicle for development of
research and theory in collaborative healthcare.
Both of these models represent important ongoing contributions to family
therapy and medicine and continue to grow over time (McDaniel, 2005; Rolland and
Williams, 2005). Though each bridges gaps between doctors, patients and therapists
and facilitates better care for patients and more satisfying practices for doctors and
therapists, there is another way family therapy contributes to addressing the needs of
patients and doctors in relation to biomedical illness. In the capacity of consultant,
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family therapists can help doctors and patients address some of the beliefs and
assumptions that underlie their practices, their requests for help and the ways these at
times do not mesh (Imber-Black, 1988, 1 990, 1991; Rolland, 1994; Wright, Watson
and Bell, 1 996). A larger systems perspective highlights the ways that institutions, in
this case the medical system, hold within them shared beliefs, agendas and practices of
their own. When an individual interacts with a larger system, they enter into a belief
system of which they may be only partially aware, which will nonetheless provide
opportunities, constraints and descriptions of them within the system that may or may
not work well for them (Weingarten, 1994). This applies to those who seek help within
the system and the helpers as well. A larger systems sensibility may point toward a
means for exploring the beliefs that underlie current practices and current
dissatisfactions stemming from them.
In addressing a general question such as beliefs commonly held within as large a
system as the medical system in the United States, it is helpful to step back from the
particulars of specific clinical needs relating to chronic illnesses in particular situations,
to name some of the beliefs and assumptions that support current practices and begin
to unpack them in search of openings for change. The idea to hold a dialogue between
patients with chronic illnesses and doctors came from a synthesis of ideas and
practices in family therapy that brings together foundational concepts with
contemporary perspectives, and weaves in ideas and practices that were influential in
the development of the field.
Beginning with an awareness that there is a general problem in doctor-patient
relationships and that at the same time the practice of medicine in the 1 990s served
neither primary care doctors nor chronically ill patients well, a systems perspective

36

orients one to consider who the primary participants are in the medical system and
how they fit together. Though there are many positions that constitute the vast
medical system, and though chronic illness is an influence that extends beyond an
individual patient to their families, communities, and even further outward, in American
medicine, with the acknowledgment of a health problem, the point of contact with the
medical system is usually between a doctor or someone functioning in the role of a
doctor and a patient, often in private. It is easy then, to conceptualize the resulting
interactions between them as based in a dyadic relationship and when the problems
brought by the patient can be either solved or managed between them, such a
conceptualization may be sufficient. However, there is today a society-wide myth that
medicine can solve whatever health problems a patient might bring to a doctor and this
myth sets up unrealistic expectations on the part of patients and doctors alike that can
lead to disillusionment and blame on all sides when the medical problems are more
complex, when they are persistent or when they fall outside medicine’s language to
describe them. In such instances patients and doctors often find themselves
stereotyped and/or blamed, reflecting attitudes that undermine ongoing working
relationships.
A larger systems perspective redefines patients and doctors as representatives
of the networks in which they are embedded. Though they may often meet as
individuals, they bring with them the knowledge and beliefs associated with the
cultures of their respective networks as filtered through their prior experiences of
giving and receiving help both within the medical system and within other helping
systems. Patients seek medical care on the doctor’s turf—either in hospitals or
outpatient medical offices and thus also assume a position within the medical system.

How one understands the place of patients and doctors within the medical
system depends on how one looks—where one places the frame around the snapshot
within the larger whole. The irreducible facts of any medical system are that sick
people seek out doctors when they have a medical problem and doctors make
themselves available to provide the service of medical treatment. A foundational
concept in family therapy, triadic theory, helps to organize one’s thought to perceive
the basic unit around which medical care is structured as the triad involving the
patient, the illness and the doctor. Of course to think of this triad as the whole picture
is to de-contextualize the individuals, the medical system, healthcare, even the illness
(Hilfiker, 1 994). However, in debates about healthcare costs, access to care,
availability of treatment methods—to name just a few of the large issues confronting
those invested in healthcare today, it is also easy to lose sight of this center around
which the rest of medicine is structured (Kidder, 2004).
If we are to focus, then, on patients, their particular illnesses and doctors, what
sort of focus might lead to new information or new ways of making sense of current
information? A resource orientation (Karpel, 1986) informed by feminist concepts in
family therapy (Goodrich, 1991; Hare-Mustin, 1990; Weingarten, 1991), coupled with
an assumption of normality of social function despite medical illness, rather than
pathology (Walsh, 1993), leads one to want to level the traditional hierarchy between
doctors and patients making the patient as valuable a member of the “treatment team”
as the doctor. Together, doctors and patients can share information, experiences and
points of view that have the potential to yield a solution to the problem of an illness
that may have been impossible to discern in the absence of their combined
contributions to the process. Moreover, illness is a fact of life from which not even the
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wise, the talented, the skillful, the health-conscious—even esteemed doctors—are not
immune. Therefore, evidence of a pathological process at the biological, physiological
or psychosocial level need not negate the resources that patients and doctors alike
bring to addressing the problems of illness.
Assuming resources and partnership leads to awareness of the beliefs and
meanings that each member of the healthcare team brings to their shared enterprise.
These may or may not be explicit, may or may not be compatible. They often appear in
the form of what information a patient chooses to share with a doctor and what
questions a doctor seeks to answer through interviewing the patient or ordering tests.
They inform the advice a doctor gives a patient and the patient’s response to such
advice. They may also be at the heart of what is not said in doctor-patient interaction
or may be the root of dissatisfaction between them (Fadiman, 1997). When their
beliefs are compatible or when the doctor is open enough to work within the patient’s
belief system (Wright, Watson, and Bell, 1 996), these beliefs can become a primary
resource to patients and doctors in their efforts to address an illness.
As beliefs are learned in and remain deeply connected to our social contexts
(Weingarten, 1 994), they begin to give us a way to focus on the lived experiences of
individuals, the interior of their lives. Beliefs inform the meanings people give to the
particular events that happen in their lives and inform our actions in the world. Learning
about them helps us understand how an individual sees him or herself in relation to
others, to the circumstances of their lives and to the world around them.
We can understand then, that widespread dissatisfaction on the part of patients
as well as doctors may represent a problem in a larger system—the medical system—
that affects both doctors and patients. Learning about the beliefs and assumptions
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that support this problem or set of problems requires gathering information from those
who participate in the system—in this case, patients and doctors. Yet conceptualizing
doctors and patients in positions adversarial to each other or to the medical system
only serves to distract from the irreducible triad of the patient, the illness and the
doctor. A way must be found then to maintain a focus on the central issue—the need
to seek and provide medical care for people who have illnesses that cannot be cured.
There needs to be a bridge between a larger systems perspective and one that has the
potential to unpack the beliefs that support the system as it currently functions.
Much attention in family therapy has shifted away from a focus on how people
function within groups (families, couples, clients and helping systems) toward the
experiences of the individuals within these groups. The narrative metaphor brought
attention to the influence of language in our lives, how we make sense of the ongoing
stream of our lives and how we communicate such meanings to those around us (White
and Epston, 1990). It gives us a way of wondering about the effect of telling our
stories on the teller, the listener, the community. It gives us a way to understand how
the sharing of stories can connect people (Roberts, 1 994; Weingarten, 1 992, 1 994,
2000; Weingarten and Weingarten Worthen, 1997) and break down isolation. It draws
attention to the fact of stories that can be told and stories that cannot (Imber-Black,
1 993; Roberts, 1 994). It also provides the missing piece of how to learn about the
beliefs of doctors and patients while simultaneously holding a larger systems sensibility.
The dialogues as originally conceived by the Public Conversations Project
(Becker, Chasin, Chasin, Herzig, and Roth, 1995) function as a ritual (Imber-Black,
Roberts and Whiting, 1988; Imber-Black and Roberts, 1992) that can create a context
for meaningful and informative interaction among people in a unique way. These
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dialogues provide a structure that names a topic area as both context and problem to
be addressed. They use a resource orientation, attention to language, a feministinformed inclusiveness and an assumption of shared purpose to realign relationships. A
context is thereby constructed where individuals can tell stories that reveal their
assumptions and beliefs in a way that connects people across their differences and
goes beyond witnessing to the creation together of something new.
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CHAPTER 3

METHODS

Description of Research Approach
A study that is founded, as this one is, in the lived experiences of individuals or
groups of individuals can be most true to the data it proposes to bring forth designed
as a qualitative study. It is through qualitative design and methods that one can tap
into the richness, texture and nuance of human experience, something that is often
compromised in quantitative research (Patton, 1990; Taylor and Bogdan, 1984). Thus,
the research question itself informs the decisions regarding research approach, study
methods and design. It is inevitable that there will be limits to the broad utility of a
study so designed. However, it can serve as a pilot study.
The PCP describes their initial research into the dialogue process, as an action
research project (Becker; Chasin, L., et al., 1995; Herzig, 1998). Action research as
described by Reason (1994) comprises several forms that share a common worldview.
“This worldview sees human beings as cocreating their reality through participation,
experience, and action” (Denzin and Lincoln, 1994, p.206).
In action research, there is an emphasis on the potential for the research itself
to effect social and sometimes political outcomes. The “subjects” of the research are
seen as active contributors who often possess knowledge and skills that the researcher
lacks and which are seen as essential contributions to the research process. Therefore,
the research is constructed as a partnership between the researcher and the “subjects”
who are usually called “participants”. Engagement in the research endeavor is seen by
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all as more participatory than in other methods of research and often has a markedly
democratic orientation (Reason, 1 994). These processes reflect values and biases on
the part of the researcher who participates in such studies, which are closely aligned
with trends in family therapy practice and theory emphasizing the skills and expert
knowledge of the people who seek the assistance of a therapist. In both fields there
has been a shift among some away from hierarchical processes and toward a mutual
and genuine search for alternatives that honor what every participant brings to the
process.
In Reason’s (1 994) enumeration of three different major forms of action
research he names “participatory action research” (PAR) as the most closely aligned in
both form and ideology to what this current study is about. As he states, “The PAR
tradition starts with concerns for power and powerlessness, and aims to confront the
way in which the established and power-holding elements of societies worldwide are
favored because they hold a monopoly on the definition and employment of
knowledge” (Reason, 1 994, p. 328). He further highlights the emphasis in PAR of
honoring and valuing the knowledge and experience that people gain through our
intuitive understandings of reality.
At times, the researcher in PAR is an outsider who plants a seed among a group
of participant insiders who then take the idea and reshape it to make it their own. At
other times, the researcher is him/herself an insider who takes the role of “initiator” to
a process in which other insiders then become involved. In this study, the latter is the
case as I myself am a regular participant in the medical system. Thus I saw myself as an
initiator of a process that was informed by my own experiences and ideas and enriched
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by those of other participants in the medical system. I saw my role as someone who
invited others to participate in a conversation that I hoped would take place.

Research Design
In considering how to bring forth participants’ beliefs in a way that would locate
them in personal experience, the Public Conversations Project (PCP) dialogue model
seemed most appropriate. PCP was formed by a group of therapists who have
developed a format, based in family therapy theory and techniques, for conducting
dialogues on issues of public interest in a way that eliminates speaking from a formal,
intellectual position and maximizes the potential for participants to speak out of their
experiences, from the heart (Roth; Becker; Herzig; Chasin, L. and Chasin, R.; 1992;
Roth; Chasin, L.; Chasin, R.; Becker; and Herzig; 1 992). They have found that people
with widely different views on subjects ranging from abortion to conservation to race
and other issues can use the dialogue process to both speak and be heard in new and
different ways (Becker, Chasin, L., et al., 1995). They report that participants find even
single session dialogues to be very powerful experiences that help them move past
limitations to understanding not only the other, but also themselves, in ways that
positively affect how they think about the issues and the people who speak about them
(Roth, Becker, et al., 1992). Having personally witnessed one of their single session
dialogues about abortion, I brought to this study an understanding of the power of the
format to provide a context in which what is new and different and not yet spoken,
perhaps not even thought of yet, can be thought, voiced and publicly validated.
The dialogue format presents itself as a potentially useful tool to address larger
systems issues and unspoken beliefs at the same time by working to deconstruct
assumptions underlying patterned ways of thinking and the beliefs that inform such
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assumptions—all in relation to multiple levels of the system under consideration. This
creates an opening to allow a new process of meaning making to emerge that can then
be introduced to the larger system as new information. These factors made the
dialogue process a potentially excellent tool for addressing the beliefs of both patients
and doctors in relation to a system in which they usually occupy different hierarchical
positions and in which the beliefs that inform their interactions are usually not
acknowledged.

Prior Studies
In this section I will focus on the development of the PCP dialogue process as
the model upon which the dialogue for this study was based. In 1989, the PCP began
to experiment with the idea of bringing together people who hold polarized views about
“divisive public issues” (Roth, Becker, et al., 1 992; Roth, Chasin, L., et al., 1 992). Their
thought was that family therapists have skills useful for facilitating conversations about
difficult issues and that they might be able to usefully apply these skills to
conversations in the public arena. They began conducting facilitated dialogues on the
issue of abortion and, incorporating feedback from the dialogue participants, developed
a model for these dialogues (Becker, Chasin, L., et al.,1995; Chasin and Herzig, 1994;
Goodman, 1 992; Roth, 1994; Roth, Becker, et al., 1 992; Roth, Chasin, L., et al., 1 992;
Roth; Herzig; Chasin, R.; Chasin, L. and Becker; 1995). In later work they expanded to
other issues and modified their dialogue model in response to the differing needs of the
participant groups with which they worked (Chasin, R., et al., 1996). They also began
to involve participants more in the pre-dialogue planning phase so the dialogues
became a collaborative process throughout and the participants felt a sense of
ownership about the process (Chasin, R., et al., 1996; Herzig, 1 998). They currently
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continue to involve dialogue participants or representatives from the proposed dialogue
group as much as possible in the dialogue planning process (R. Stains, personal
communication, October 1 6, 2000).
I used the basic concepts and format of the PCP dialogues as the foundation for
developing a dialogue with a goal slightly different from theirs. PCP dialogues at the
time focused on divisive public issues among people with polarized views on a particular
subject. Although the dialogue in this study focused on a public issue that is divisive,
the participants did not necessarily have polarized or even differing views on the
subject. What distinguished participants in this study is their position in relation to the
larger system rather than their particular point of view. A new idea at the time, I did
not know what effect this might have on the development and process of the dialogue
or whether the idea of having a dialogue in these circumstances would prove useful.
(Just ten weeks before the dialogue, the September 11 terrorist attacks on the World
Trade Center and the Pentagon took place. Shortly thereafter, PCP wrote and
disseminated a guide to help people talk about what had happened (Public
Conversations Project, 2001). This represented a shift in their philosophy of addressing
themselves only to divisive public issues toward one of helping people talk about
difficult subjects, especially in the midst of fear and uncertainty. This shift moved them
conceptually closer to my own work and their guide would have been a useful tool for
conceptualizing and developing this dialogue had it been available during those phases
of the study.)

Selection of Participants
Participants in the study were primary care physicians and people with chronic
illnesses who must focus some amount of attention on a frequent or regular basis on
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the management of their symptoms. Examples of the criteria for participation as a
patient-participant included people with diabetes, chronic headaches or other chronic
pain problems, asthma, chronic fatigue syndrome, multiple sclerosis—to name just a
few. I chose to include primary care physicians because among doctors, they are the
people who most often coordinate the overall healthcare needs of patients and spend
the most time engaged with patients in “counseling”, something for which they are not
reimbursed in the third party payer system. I expected that their role in relation to
patients with chronic illnesses might be less defined than that of specialists and that
was another reason for including them in the study. I suspected that the chances of
locating people who are most familiar with the medical system from the position of
patients would be greatest in a group whose symptoms of illness require frequent or
regular management. In both of these groups I expected to find people who have given
careful thought to what is important in medical care as they confront it in their daily
lives.
In their abortion dialogues, Becker et al. (1 995) found that six was the ideal
number of participants. It provided ample opportunity both for differences to emerge
and for each person to have enough time to speak. For these reasons my preference
was to have six participants in the proposed dialogue, three doctors and three patients.
However, both people coping with active symptoms of illness and physicians at times
have to change plans in the last minute. I therefore considered the possibility of adding
another one or two people from each group to the participant pool to ensure an
adequate number of participants, with some serving as alternates available to fill in as
active dialogue participants should the need have arisen. A larger group of eight
participants (four patients and four doctors) was consistent with what my advisors
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thought was a workable number. We settled on a dialogue group of eight and there
were no alternates.
To access participants, I generated a list of candidates from suggestions made
by professional contacts in the Boston area as well as from my informal social network.
I sent a letter (See Appendix A), usually by e-mail, describing the dialogue process to
many of the candidates and followed it up with a telephone call to inquire as to their
interest and willingness to participate. At times, especially with the patient candidates,
I did not send the letter and our initial contact was only by telephone. In these
instances I described the dialogue process to them in much the same way as it is
described in the letter. With many of the doctors, the first contact was made on my
behalf by a friend or colleague who either spoke to the doctor or forwarded my e-mail
letter to them. This gave me an introduction of sorts to these doctors. At other times,
especially when a doctor declined to participate, he or (more often) she would give me
the names of colleagues they thought might be interested. When this happened, I sent
the e-mail letter along with the name of the doctor who referred me.
I made an attempt to select a diverse group of participants regarding gender,
age, practice settings of physicians and illnesses and degree of disability of the
patients. However, recruiting participants became much more difficult than I
anticipated and I ultimately decided to proceed with a group that I thought would serve
the purpose even if not as diverse as would have been ideal.
In a study where the participants were invited to contribute to its conceptual
development, the goals, process and content of the study inevitably became shaped
and refined by the participants themselves. Therefore in this section I introduce each of
the participants.
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Participants
The participants in the dialogue were four primary care doctors and four
patients with chronic illnesses.

The patient-participants:
Amy, age fifty-one
Sara, age fifty
Nina, age twenty
Norman, age sixty-nine

The doctor-participants:
Janice, age fifty
Laila, age thirty-seven
Michelle, age fifty-four
Karen, age fifty-five

Each of them is introduced briefly below.
*Amy
Amy is a patient, age fifty-one. A former executive in the business world, she
has been having chronic health problems for four years and has been on disability for
two years. Her health problems are not definitively diagnosed, but she is in constant
pain and has digestive problems such that she has been losing significant amounts of
weight. She does not like to share her presumed diagnosis publicly because it is a
disease associated with alcoholism and as a result she has experienced pointed stigma,
especially in medical settings.
Amy had some very clear hopes for the dialogue drawn from painful experiences
with particular doctors.
To have doctors better understand what the experience is like to be
chronically ill. I think when someone gets sick, their life changes
dramatically... Doctors need to understand ... that all of us have had not
only to deal with illness, but to deal with tremendous changes in our
lives. [Cries] My relationship with my son has changed night and day. I’m
not the strong, powerful woman who worked twelve hours a day
anymore. I’m the one that’s usually on the couch sleeping when he gets
home. And my husband is now the main wage earner. That was always
me... There’s a lot of stuff that’s changed. And they [doctors] need to
know that when they see you it’s more than just a [diseased bodily
organ].

*Sara
Sara, a patient, is a somewhat shy and very thoughtful woman, age fifty. She
has what she calls “a number of not horribly serious illnesses, but things that have
been ongoing... The main thing that gives me a lot of trouble is the physical injury kind
of problems. I seem to have muscles that are very sensitive... That's the kind of thing
that has brought me in contact with the different doctors or health care people, but in
the process of trying to find answers that are not that simple to find.”
For Sara, the dialogue was an opportunity to explore the issues of information
sharing between doctors and patients and working together as a team to facilitate
patient decision-making.
Sometimes it’s been frustrating. It’s almost like I feel on my own doing a
lot of the research. You go to a doctor and they will give you a very
narrow perspective in terms of the specialty of their area, but I’ve really
felt responsible for putting it all together myself, because my primary
care physician—for example, his specialty has nothing to do with any of
the things that I’ve had problems with. And I really like him as a doctor,
but I don’t feel that he has a lot of expertise in some of these areas. It’s
gotten to the point where I’ve done enough research on it, sometimes I
think I know more about it than the doctor... So it’s frustrating. It’s also,
for me personally, it’s interesting in some ways, because I enjoy doing
that kind of research.
*Nina
Nina, a patient, is a quiet, yet clear-spoken woman of twenty who is
currently in college part-time. She is in the process of being evaluated for a
heart transplant. Her primary interest in the dialogue is to learn whether other
people with chronic illnesses have experiences similar to her own.
I feel like part of the reason I wanted to do the study was to see if other
people who have chronic illnesses have been through the same things I
had with doctors, and even insurance companies too. I have been sick
since I was a year old. I kind of feel ... older than most people might
because of what happened. I was just curious to know what other
people felt like who've had chronic illnesses.
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*Norman
Norman, a patient, is sixty-nine years old. He saw the dialogue as an
opportunity to teach both the doctors and patients some of what he has learned over
twenty years with multiple sclerosis. Open and outspoken, he shared his story as an
example from which others can learn.
I was a medical illustrator and as such, I was very involved in medical
education and I would say very knowledgeable... In the eighties I started
to have problems moving my leg... I also lost my hearing in one ear... I
live my life like I would have done anyway, as close to normal as
possible. Obviously, with the mobility problem, I need help. My wife helps
me... I fall frequently... I don’t work ever since I lost the use of my right
arm. I had to give up drawing... My right hand was an extension of my
brain and I don’t have that ability ... I miss drawing... My wife is very
supportive. I do a tremendous amount of volunteer work. [Here he
names eight different community activities he participates in in relation
to disability awareness and meeting the needs of the disabled in the
community.] I do a lot of work for the MS Society. I go there twice a
week... As you can see, I am quite busy.
Obviously, the mobility problems present a great deal of problems... I
can’t do things that need two hands... I have my moments, I must say. I
found it to be not so much being disabled and not being able to just do
functions, because I do function. I’m bothered by the little things and
people don’t seem to understand that. [Interviewer: What kind of little
things?] I’d like to be able to hold hands with my wife. I’m very much in
love with my wife and we have a wonderful relationship... Like my new
grandchildren, I can’t hold. I can’t pick them up. They can only sit me
down in a chair and put them in my lap and that’s wonderful, but it’s
that kind of a thing. I give the example of not being able to hold hands
with my wife... Just those little things, I cannot do. Those are the things
that bother me. The big things—walking and the disabilities—that’s
nonsense.

*Janice
Janice is a fifty-year-old family practice physician. As such, her training and
perspectives are somewhat different from those of the other physician participants.
Through her sometimes-rambling comments, I often heard ideas similar to those of
family therapists as she took into account social and contextual influences on patients
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and doctors. She highlights not only the influences of family health history on a
doctor’s practice of medicine, but also the unique role in the family that physicians
often occupy.
I’m a daughter of somebody who had chronic illnesses long before I
knew her. My mother has had a frequently life threatening breathing
disorder and so I grew up in that cloud... I lived these parallel two roles
as a daughter and a physician vis-a-vis her and her list of chronic
illnesses. They certainly color my relationship with her and they color my
relationship with my health intermittently and my relationship with
patients around the issue of those illnesses and to some extent, by
extrapolation, any chronic illness... I’m probably a whole lot more
conscious of preventing osteoporosis than most women my age are, not
only because I’m a physician, but because I’m watching my mother
closely... I become much more conscious of very specific issues related
to it and much more insistent with relatively young and healthy patients
that they need to do something now to prevent this later and I probably
otherwise wouldn’t.
She saw the dialogue as an opportunity for participants to share different
experiences and points of view and thought she would be satisfied with the outcome if
“in real time, simply the different perspectives [were] carried outside the room.”
*Laila
Laila is a soft-spoken, thoughtful thirty-seven-year-old internist working
primarily with an elderly population. Her descriptions of the everyday challenges she
faces working with patients with chronic illnesses helped to expand the picture of what
that is like for doctors.
It gets very difficult. I think you develop over time a close relationship
with patients that you see more frequently perhaps than you would
somebody without a chronic illness. It’s difficult in the sense that ... the
best outcome would be to take away whatever somebody has for an
illness. You’re able to cure them, so to speak, like an infection. But when
somebody has a chronic illness, the approach often becomes easing it, in
either helping them learn how to live with their chronic illness or
optimize their chronic illness so that it affects them the least in terms of
limiting their functional ability or their ability to enjoy life... I think you
internalize a lot of what your patient goes through so it becomes one of
those situations where you try to keep yourself in your professional role.
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But also because you’re seeing the person frequently enough, I think
you tend to take on a lot of what they’re experiencing. So it’s more
emotionally draining, I think.
Laila thought of the dialogue as an opportunity to broaden doctors’
perspectives and include those of patients in searching for effective ways of addressing
the widespread problem of how to provide effective care for people with chronic
illnesses. “I think the best thing we can do is to come together and talk, not just work
within our own. I think we can all do something that’s creative or works for us, but if
we come together as a group and share our thoughts, it’s more likely to be effective
on a larger scale... We need to be more responsible and come together more as a
group...”
*Michelle
Michelle is an outspoken fifty-four-year-old internist. She integrates multiple
aspects of her life into how she thinks about medicine and herself as a physician. “I
think my personal experience with breast cancer, which has been a chronic disease for
me, in a sense, probably was the most important personal tool to help me be patient
with patients who have chronic problems.”
Michelle has developed a way of working as a physician that she would like to
share with the dialogue participants.
I think I’ve sort of developed a skill for taking care of people with chronic
illness because I’ve become a lot more patient about the process... The
way is to see patients frequently and to not intervene. I have a lot of
experience and skill, but when you have somebody for whom very little
can be done, but they’re suffering, then you just simply are a witness to
their suffering, and you don’t get impatient if they’re not getting better.
You simply help them live their lives, and you’re a witness to what they
do. You do whatever you can to help, but you don’t get frantic about it.
You don’t do testing and therapies and call specialists when it’s
perfectly obvious that nothing much is going to do anything to help...
And there was something about my illness and what I went through, and
my ability to see the medical system for what it was and the people who
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made a difference for me, the people who didn’t. It was that, and maybe
also I just matured medically and professionally at the same time. I don’t
know what played a bigger role. But multiple influences converging to
allow me to take care of people who frustrate and irritate the average
MD, and frustrated and irritated the former MD that was me.
*Karen
Karen is a fifty-five-year-old internist, currently working in primary care. She has
previously spent a number of years working as a rheumatologist. Straightforward and
direct, she brought to my attention the importance of finding a balance in how I would
orient the dialogue at both the content and process levels: “I think you have to decide
how concrete versus how touchy-feely you want it to be... And you have to somehow
come up with a balance. That will be very hard.”
Karen hoped the dialogue would be “maybe a chance to sit down and
think about something with other people for a couple of hours—which I don’t
usually do...”

Selection of Facilitators
The participants in the dialogue, through their attendance and participation made
themselves vulnerable to the possibility of unanticipated events. They needed to know
that through the preparatory work and the attention of the facilitators they would find
themselves in a safe environment where their vulnerability would be honored and
respected. It was therefore important that the facilitators have a number of skills
including:
•
•

•
•
•

basic interpersonal and group facilitation skills
the ability to communicate warmth and trustworthiness in a way that would give
him/her credibility as the facilitator and indicate to the participants that the
dialogue setting is a safe place in which to speak openly
the ability to communicate an acceptance of all points of view as legitimate
the ability to manage a group conversation with attention to nonverbal
communication, especially in the more open phase of the dialogue
the ability to encourage people to present their thoughts clearly
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a
•
•

They needed to be able to keep the conversation within the prescribed framework
by limiting elaboration of old, patterned ways of talking about the issue.
They needed to keep the conversation running according to the allotted time
frame.
They needed to be alert for the possibility that a participant might knowingly or
unknowingly exploit the vulnerability of another participant and be prepared to
interrupt this process.
I considered it ideal to have two co-facilitators for this dialogue, one of whom

would be a physician and the other a patient. I also thought it would be ideal if they
both otherwise met the criteria for participation in the study. This would lend a further
level of credibility to what would be a facilitation team rather than a single facilitator
and would provide the opportunity for the facilitators to use their respective positions
to further the goals of the dialogue. They might do so in a situation where it would be
useful to lend support to a participant who might need encouragement to elaborate a
comment or to limit comments of participants where necessary. As it turned out, a
facilitator trained in PCP-style dialogues was available, and though not someone with a
chronic illness, she had had experience as a patient when she was treated for several
months for an injury. The fact that she had training uniquely suited for the dialogue
made her a ready choice. One of the physicians who expressed interest in the study
was no longer doing clinical work and therefore did not meet the criteria for
participation. Though not a trained facilitator, he has excellent communication skills and
readily communicates warmth and trustworthiness. Paired as part of a team with a
trained facilitator, he was able to easily fill the role.

Location of Dialogue
There were several considerations in selecting a location for the dialogue. The
primary one was that it be a neutral, non-medical facility where every participant could
enter on an equal footing. Possibilities included engaging a room in a school or
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university, community center, or a function room in a local library. It was necessary for
the space itself to have room for ten people to sit comfortably in a circle or semi-circle
and for a technician to operate a video camera. PCP had available space especially
suited for dialogues, with ready access for all of the participants. This made it a natural
choice of location.

Procedures
To establish the participant group, I arranged a telephone interview with each
candidate to review the procedures and expectations of dialogue participation, confirm
their agreement, and ascertain that they could bring an attitude of respect and
curiosity to their conversation with the other participants (See Appendix B). I also used
the interview to pose questions that would help prepare the candidate by asking them
to think through:
•
•
•
•

what the dialogue might mean to them
what they hoped to gain from participating
what they hoped to bring to their participation
how they might prepare themselves to make it the kind of experience they hoped
to have.
I included interview questions that asked them to help define the scope of the

dialogue and to suggest orienting questions, or topics for these questions, that would
be asked of all participants at the opening of the dialogue. This was a way of involving
the participants in all phases of the dialogue, including its preparation, and preparing
for a dialogue that would be most likely to meet their needs. All of the potential
participants suggested that the dialogue focus on chronic illness rather than a broader
topic related to healthcare. I also held several meetings with the facilitators to include
them as much as possible in the preparation phase. My hope was that everyone
involved would feel like the dialogue was in some way theirs rather than something
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imposed on them. These practices also functioned to minimize researcher bias in the
construction of the dialogue protocol.
Following PCP’s practice, participants were initially asked to gather informally
around a simple supper to begin to become acquainted without discussing the dialogue
topic. This way their initial impressions of each other and connections to each other
could develop apart from their roles as doctors or patients. At the conclusion of
supper, they were seated in the dialogue room in pre-assigned seats and the dialogue
began (See Appendix D). The dialogue itself had three phases. In the first phase the
facilitators asked the participants to respond to three orienting questions that invited
them to speak from their own experiences about chronic illness. Each person was asked
to speak in turn and given an equal amount of time to speak. Phase two was an
opportunity for participants to ask questions of one another from a position of
curiosity. These questions could be requests for elaboration of something previously
said, clarifications, or introduction of an entirely new idea as long as they were based
on genuine curiosity. The third phase of the dialogue involved a return to questions
asked by the facilitators. These focused on closing the conversation and highlighting
the new and the different that may have emerged. Two closing questions were
presented to the group and each person was asked to select one and respond to it.
The entire dialogue was videotaped with audiotape back-up and later transcribed (See
Appendix E).
As part of the administrative tasks associated with the dialogue (informed consent
forms, name tags), each participant was asked to select from a list of proposed
appointment times for follow-up interviews. These began approximately two weeks
after the dialogue and continued until seven weeks after it had taken place. The
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purpose of this telephone interview was to hear what stayed with the participants after
the dialogue, request feedback about the dialogue process, and give the participants an
opportunity to address any other thoughts they may have had about it. The interviews
were audio taped and transcribed (See Appendix F).
Approximately eleven weeks after the dialogue, four weeks after the last of the
telephone interviews, I again contacted the participants and asked them to respond to
a questionnaire containing questions inviting them to reflect further upon the
experience of the dialogue (See Appendix G). Participants were given the option of
responding to the questionnaire by telephone, in writing, or by e-mail. Most of them
chose to e-mail their responses, though one person returned a hand-written
questionnaire. This was the final follow-up to the dialogue.

A Note About Recording Data Using Videotapes and Audiotapes
I videotaped and audio taped the dialogue and audio taped the interviews with
participants in order to have an accurate record of the conversations that comprise the
data for this study. Although participants were informed about this ahead of time and
had given their prior consent, it is common for people to feel somewhat self-conscious
in front of a video camera, especially in the beginning. In the pre-dialogue interviews I
discussed with the participants the value of the videotape as a research tool and at the
outset of the dialogue the facilitators reminded them that it would be kept confidential
by myself and used for research purposes only. The cameras themselves were located
unobtrusively near the ceiling and out of the line of sight of those being filmed. Though
I invited them to explore the audio-visual room and ask questions about the equipment
and the filming, none of the participants expressed interest in this and no one appeared
particularly self-conscious about the filming.
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Additional Source of Data
In addition to the above-mentioned sources of data, I maintained notes
containing information about the progress of the study and decisions that I made along
the way, as well as my personal thoughts and experiences during the course of the
study. These notes serve as a source of information about the influence of researcher
bias on the work and were helpful in illuminating areas where consultation was useful or
appropriate. During the writing phase of the dissertation they provided a resource to
make the research process itself as transparent as possible in its final written form.
They also provide information as to the feasibility of conducting future dialogues with
these groups of people and the areas of particular challenge in doing so.

Understanding the Data
Using what Lowe (2005) calls “structured methods” to evoke “striking
moments” resulted in data that reflects both the processes of preparing for,
conducting and following up on the dialogue, and the content that emerged from these
methods. The primary form of this data is the spoken and written words of the
participants. Most often these took the form of brief stories from the participants’
lives, with some hoped-for future stories.
Narrative analysis provides a framework for understanding such data that is well
suited to its particular character (Riessman, 1993). However, narrative analysis is a
somewhat broad descriptor for various approaches to qualitative data analysis, as
becomes evident in reviewing multiple studies employing this method (Josselson,
1996; Josselson and Lieblich, 1993, 1995). Therefore, I include here a brief description
of the process I employed to understand the data in this study. There was such a
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wealth of information generated by this study that I have limited my observations to
those areas that stood out, both in terms of process and content.
Working from transcriptions of the interviews and dialogue and from copies of
the completed questionnaires, a research assistant and I independently searched for
themes and areas of special interest to the participants. There was a high degree of
convergence between us with few discrepancies in what stood out for each of us. Once
we had highlighted these themes and areas of special interest, I asked the following
questions:
•
•
•

•
•
•
•
•

What themes or topics did several people talk about?
Which were particular to individuals?
Where more than one person spoke about a particular theme or topic, were
those people members of the same subgroup (doctors or patients) or different
subgroups?
How did these themes or topics fit with the interests or expressed learnings of
other participants?
Did this fit occur within or across subgroups?
To what extent did this fitting of themes or topics represent new learning for
the participants?
Did this learning take place for individuals, subgroups, the entire group?
What group dynamics were especially relevant to this study of doctors and
patients talking about chronic illness?

It is important to note that as I reviewed the data and tried to understand it, I
looked not only for common threads among the participants, but also for what
individuals contributed based on the particularities of their own lives and experiences.
What emerges from the data is therefore as much a collection of differences as any
kind of unifying idea. These differences add dimension and texture to the overall
picture and are an important part of the whole. Further, they serve to highlight the
areas of experience held in common.
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Methodological Limitations
This study sought to address a fundamental question whose answer(s) is (are)
based in a combination of culturally informed expectations, values and knowledge
gained from experience. To ask a small group of people to consider such a question and
share their thoughts together barely begins to address the profound importance of
even asking the question, much less listening to and trying to make sense of answers.
From this perspective, the need far surpasses what this study can offer. Additionally,
the extent to which the information gathered in this study might be applicable beyond
the specifics of the research setting is an open question. Perhaps the most that can be
expected in a study of this nature is to be able afterwards to answer the questions: “Is
this something worth trying again?” “Having done the study, what questions would I
now like to ask that I did not think to ask before?”
Pragmatically, perhaps the biggest limitation of this study design is the very
fact that it depended on such a small group of people and that its outcome rested
entirely in the subjective experience of those who participated and their ability to
communicate that experience. A large survey study might have had the value of
assisting a greater number of people to speak their voices, yet what it would have
offered in breadth would have limited the potential of what it could offer in depth.
Ultimately, the strengths and limitations of the dialogue process as a research
tool to be used as this study suggests, depend on the experiences of the participants
themselves and how they used those experiences beyond the research setting. As one
of the doctor participants, Laila, said near the close of the dialogue, “I found this to be
very powerful. It’s not often that we get a chance to sit around and talk leisurely about
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these issues and they’re very difficult issues that come up all the time... We’re
constantly learning about how to deal with these issues on a day-to-day basis.”
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CHAPTER 4

FINDINGS

The Dialogue
Throughout the dialogue the participants maintained attitudes of respect and
curiosity in their questions, in the ways they responded to each other and in how they
paid attention when others were speaking. They seemed to listen to each other very
carefully and they asked each other interesting and important questions. The process
of the dialogue can be tracked for individual participants, subgroups (i.e., doctors and
patients) and for the group as a whole. This chapter will focus primarily on findings
from the subgroup analysis—how the process evolved for doctors as a group and
patients as a group. Where this analysis points to findings for particular individuals or
for the group as a whole, these will be noted.

Opening Phase of the Dialogue
The opening phase of the dialogue consisted of three questions that everyone
responded to. The series of questions provided an opportunity for the participants to
introduce themselves to the group in relation to chronic illness in a manner that moved
from the general, to naming resources they have drawn on in the face of challenge, to
areas of uncertainty. (See Appendix D, Dialogue Protocols.) It was designed to help
participants anchor themselves in their experience from a resource orientation while
leaving openings for new information. In addition to presenting themselves as both
resourceful and open, they also had an opportunity to see each of the other
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participants in those ways as the other participants and the facilitators witnessed each
individual’s process.
Numerous topics were brought into the dialogue room during this beginning
phase of the dialogue. The listing below provides a glimpse into the range of topics
introduced.

Question One (general introduction):
Please tell us about an experience you’ve had that would help us to understand how
chronic illness has affected you either in your work or in some other aspect of your life.
Physical limitations
Feelings of guilt and being left out of family activities
Variations in developmental time line due to physical limitations
Feeling outside the norm
The difficulties of explaining an invisible illness
Hidden problems related to a known illness or treatments
Flumor as a coping tool
Hospitalizations
Losses: work, sense of identity related to work
Differences between cognitive beliefs and personal experiences
Appreciation of health
Life enriching experience of ongoing relationships between doctors and patients
with chronic illnesses
Thoughts about death
Questions about one’s relationship to the future
Courage

Question Two (challenge);
Think of a time of particular challenge in relation to a chronic health problem. It may
have been your own health problem or that of someone else. What happened during
that time that was the most helpful toward addressing the challenge? How did that
come about? What contribution did you make toward that outcome?
Coping and adaptation
Having a different perspective on life
Sharing one’s experience with others
Changes in family relationships and roles
Affect on the family
Needing language to talk about illness and symptoms
Self-image and how one presents oneself to others
Support from family and friends
Needing information to make difficult medical decisions
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Making difficult decisions about one’s medical treatments
The importance and value of people working together
A doctor’s willingness to try hard and go out on a limb on behalf of a patient in
the face of adversity
The effects of a physician’s illness on her practice of medicine
Family role changes when one member is a physician
Family responsibilities when a member is a physician
Moving from disability back to a productive life
Helping dying patients

Question Three (uncertainty):
In what ways or in what circumstances do you find yourself torn, where answers are
unclear and some of your values may conflict with others of your values?
Managing the death of patients, deciding when to intervene or not
Euthanasia
The wish to educate patients when they don’t want to know
Conflicts regarding patients’ requests to file disability claims
Cultural values and beliefs are sometimes different from what is taught in
medical school
Thinking like a “normal person” despite disability and feedback from family
Flow to spend one’s time when unable to work
Decisions about telling people of an upcoming major medical procedure: who to
tell, how to tell them, when to tell
Making decisions for other people when the patient’s wishes are different from
their family caretaker’s idea of best care
The topics introduced, the questions themselves and the manner in which the
participants responded to the questions and conducted themselves all combined to set
a tone for the remainder of the dialogue. Yet there was a further dynamic, introduced
at the outset that wove its way through the dialogue. The second person to respond
to the first question and the first doctor to speak was Janice. She described the
influence in her own life of her mother’s chronic illness—how it has affected her as a
doctor and some of what it has meant for her own health.
My mother has been chronically ill since she was about twelve. So, her
chronic illness has been the reality of my life since before I existed. One
of many features of her illness is that pregnancy and childbirth were
dangerous things to do... And it’s been an interesting experience going
into medicine with that background, going in fact into family practice.
It’s very much of a “this is a normal and healthy, usually safe thing to

65

do” and, cognitively believing that and being able to create the space
and convey that to patients. But when I got pregnant, I needed to be in
a hospital where everybody was hovering over me as though I was
taking my life in my hands by having a child.
With this story, Janice walked a fine line between disclosing personal information and
maintaining privacy about her personal life (Roberts, 2005). Although this was certainly
true for all of the participants, disclosure is an especially sensitive subject for doctors—
particularly as it relates to their feelings aboqt working with some of their patients—as
Michelle, another doctor related in her follow-up interview.
I don't think the doctors there were totally open about how really
unpleasant it is to take care of patients with chronic illness... There's a
lot of anger against physicians—now, more than ever. So, I think
everybody is kind of defensive about it. All doctors are somewhat on the
defensive these days. They've fallen from grace in society, and in
patients' eyes. And therefore, I think it's uncomfortable— Also, you
don't discuss these things except with one another. There's a fraternal
kind of understanding ... that you don't share with the public... I think
it's impossible to get at it... I don't think it can be comfortably
discussed [among doctors and non-doctors].
Those physicians who had personal or family experience of chronic illness all
spoke about those experiences rather than something from their work lives in response
to this first question. One physician, Laila, had no personal or family experience of
chronic illness and she was almost apologetic about responding from the point of view
of a doctor who takes care of elderly people with chronic illnesses.
Well, I've been fortunate—I don’t have a chronic illness. I take care of
people who have chronic illness and in living a little bit of their lives while
I take care of them, I realize how difficult it is and it’s made me
appreciate my health more and it’s allowed me to get close to these
individuals in a way that I think is meaningful to them and meaningful to
me at the same time. Sometimes, taking care of people, you think that
it’s only about doing, but I think we get a lot of the important life
enriching experiences taking care of people with chronic illness in
particular, because you end up seeing them more often and they
become a part of you. That’s all I have to say... I don’t know what else
to say... That’s been very meaningful for me.
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Given that this was set up as a dialogue between doctors and patients, it was
noteworthy that those doctors who could, chose to speak from their personal rather
than professional experience. One could see that the definition of “doctor” did not
necessarily include not being a patient.

Participants’ Questions
The next phase of the dialogue gave the participants an opportunity to ask
questions of one another. The questions could be posed to a single other participant or
to a group of others. During this phase of the dialogue, there was time for ten
questions to be asked and responded to. Of those ten questions, doctors asked
patients six, patients asked three of the doctors, and one patient asked a question of
the other patients. In other words, the doctors asked twice as many questions of the
patients as the patients asked of the doctors and nine out of ten questions were
directed between doctors and patients. When a doctor did ask a question, it was
directed toward the entire group of patients. The patients, however, indicated some
kind of constraint in how they asked questions of the doctors. Each question directed
to doctors by patients was prefaced with a reference to one or two of the doctors
having introduced the topic of the question in earlier comments. Additionally, when
patients asked a question of doctors, they directed their questions to the particular
doctor or doctors who had introduced the topic, rather than to the entire group of
doctors. For example Norman, a patient, asked, “I have a question to ask you and you.

Since you both mentioned talking about terminal illness and so forth, did your whole
experience with your own chronic illness have any affect on your thinking or your
actions or your thoughts about that?” (Emphasis added.) The doctors, however, asked
questions referring back to earlier comments by a patient only one out of six times and
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this doctor, Janice, made a point of addressing the question to the entire group. “I
have a question ...It was brought to mind by something that you [Norman] said but
it’s a more general question really for everybody to whom it’s relevant. And it’s this
business of ‘I feel like I’m a normal person. My family wants me to behave like I’m not
normal.’ I think I want to understand it more from each of those perspectives.”
(Emphasis added.)
This points to the question of whether there was a way that the “rules” of
doctor-patient communication were at play even in this setting. It seemed that doctors
felt free to ask about whatever they wanted and patients asked about only those
topics regarding which they had in a sense been given permission to inquire. If this
dynamic was at work in what was designed to be an open exchange among equals, I
wonder how much more strongly it holds in a clinical encounter.
Most of the questions in this phase of the dialogue were about doctor-patient
relationships, though a higher percentage of the doctors’ questions were about this
topic than those of the patients. Of the six questions asked by doctors, five were
about doctor-patient relationships. Of the three asked by patients, one question was
about doctor-patient relationships. The one question asked by a patient of other
patients was not specifically about doctor-patient relationships, though the
conversation moved in that direction over time. Of the questions relating to other
topics, a doctor asked the patients to clarify what one of the patients had said about
feeling less disabled than he actually is. One patient, cited above, asked doctors to
share how their own experiences with illness, either their own or that of a family
member, have influenced their work as physicians. Another patient asked the doctors

68

to talk about current practices relating to end of life pain management. The question
asked of patients by another patient was about experiences of depression.
Questions Asked Bv Participants
The questions participants asked of one another were as follows:
1. A doctor, Laila, asked all four patients, “For those of us who’ve mentioned that
we’re dealing with chronic illness personally, what is the most helpful to you
when you’re dealing with the doctor? That’s the question. What is the most
helpful to you?”
2. A patient, Norman, asked two of the doctors, “I have a question to ask you and
you. Since you both mentioned talking about terminal illness and so forth, did
your whole experience with your own chronic illness have any affect on your
thinking or your actions or your thoughts about that [in your work]?”
3. A patient, Amy, asked this question with the implication that it was directed
toward the doctors.
I guess I have a question just because several of the doctors
mentioned it. What is the policy -I don’t know if there is a policy about how you handle end of life issues? I know you had mentioned
the morphine. I remember my father died fifteen years ago ... and I
can remember the whole time that we all knew he was dying, the
doctor kept saying, “Well, we’re going to wait. We’ve got to save
that until the end.” Meaning that it would kill him. But he was already
in agony. So is the feeling still that you save it, whatever it is, until
the end?
4. A doctor, Karen, then asked this question and it was responded to by all four of
the patients: “Can I ask a question, taking Michelle’s political cue? And, this is
sort of directed at people who’ve been patients. Has managed care and issues
of time impacted your care? Do you feel your providers are in a hurry or sort of
under the time gun?”

5. A doctor, Michelle, asked the patients:
I have a question. You said that your doctors get more excited about
acute relapses and you said that your doctor can’t do anything for
you and as long as he admits that, then there’s some level of
honesty in the conversation. So, my question is, is it not okay to just
be sort of chronically not getting better? Is there some sense, is
there some discomfort in your relationship with your doctor if you’re
not moving forward or stirring up the excitement or is there a sense
that you’re boring a doctor? Is there a sense that you’re making the
doctor uncomfortable with not being able to fix you?
6. A patient, Sara, asked the doctors:
I have one that came up when Janice [a doctor] was talking about
patients who say they don’t want to have these tests or have the
information and all of that. And, it brought up for me, since I’m kind
of the opposite, I’d like to have all the information: Where in that
whole conversation or whose responsibility is it to bring up that
issue? I never even sat down with the doctor the first time and said I
want to be told everything because I’ll worry about it more if I don’t
know...
7. A doctor, Janice, asked: “I have a question and I’m still trying to figure out how
to articulate it. It was brought to mind by something that you [Norman] said
but it’s a more general question really for everybody to whom it’s relevant. And
it’s this business of ‘I feel like I’m a normal person. My family wants me to
behave like I’m not normal.’ I think I want to understand it more from each of
those perspectives.”
At the request of Nina, a patient, Janice clarified the question: “What’s it about to
feel not too disabled or as though you’re less disabled than the world sees you and
to have other people in your world treat you as though you’re maybe more disabled
than you are?”
8. A patient, Norman, asked: “The question I had is for people who are dealing with
chronic illness and it has to do with depression. Were you depressed? How did
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you deal with it? How did your physician help you with it? Things like that. Talk
about depression.”
9. A doctor, Michelle, asked the following question of the patients:
I want to ask a question about the whole idea of, again, going back
to doctors’ discomfort with chronic disease and the sense that
somehow you’ve brought on your chronic disease. When something
really bad happens to you, there’s this primitive belief that we’re
being punished for something and if you don’t get better, is there
some sense that you deserve it or that it’s your fault? Is there some
way the doctor interacts with you that makes you feel that you’re
just not pulling yourself through it well enough? What can doctors
do to be a witness to what you’re going through in a way that
relieves you of any sense of failure or personal responsibility?
10. A doctor, Janice, asked the patients:
My question is maybe a more general question that’s in the same
vein as the one you just asked, but it came to mind when you said
“Unless I have something acute going on, there’s sort of nothing to
talk about.” The question really is: What do you wish you were
invited to share or to ask or were offered help with, company with?
What, in those visits that are just about chronic stuff and not about
acute stuff, would leave you at the end of the visit feeling like it was
worth coming? I got something from this. I feel better. Like
something healing, caring happened here?

Striking moments
Two conversations stood out as “striking moments” (Lowe, 2005) of the
dialogue—times of particular engagement among all of the participants, when even a
distant observer could feel the emotional intensity in the dialogue room. These were
the discussions of depression and that of the differences in what patients need and
doctors offer in office visits related to acute as compared to chronic illnesses.

Depression
When it came to the one question that a patient asked of the other patients,
the question was directed toward patients as a group. Along with comments from each
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of the patients, two of the doctors responded from the interplay between their patient
voices and doctor voices. The question was about experiences of depression and both
of those doctors talked about very painful times in their lives. One doctor, Michelle,
spoke about being severely depressed when she was diagnosed with breast cancer
quite a number of years ago and did not expect to survive. The other doctor, Karen,
spoke about the death of her child. Much of this portion of the conversation was about
what the participants did and did not want from their doctors when they were
depressed. Nina, a patient, was the first to respond and she set a tone of marked
candor as she talked about how she expressed her depression and what was helpful.
The way I handled it was I stopped taking all my medicine—like all in one
day. And about a day and a half later, I went into serious heart and lung
failure and was in the hospital. I had been seeing a psychologist before
that every once in a while, but at that point, I started seeing them more
and I went on an antidepressant and it really helped a lot. It’s my
favorite pill of all my pills. [Laughter] And I’ve been fine since then.
There are still days where you feel bad for yourself and I’ll say, “Why did
this happen to me?” And I have those days, but it’s not every day and
it’s not even once a week like it used to be.
Michelle, a doctor, did not see a therapist or take antidepressants.
I was definitely depressed, badly depressed. I was just really a mess and
I refused to see a shrink. “What is a psychiatrist going to tell me—this
isn’t happening to me? Is a psychiatrist going to take this diagnosis
away from me? Is a psychiatrist going to reassure me I’m not going to
be dead?” So I actually had a fair amount of loathing before at the
thought of seeing a therapist. None of my doctors suggested I take an
antidepressant. God knows I needed it and in retrospect when I look
back, it’s clear as a bell that I needed an antidepressant. It would have
improved my sleep, my brain functioning. I didn’t need to see a
therapist. One of my doctors could have put me on it. My internist who I
didn’t see... It was an awful time and I made a mistake not just
prescribing it for myself.

Amy, a patient, also talked about seeing a therapist and taking an antidepressant.
As I was getting sicker and sicker, I went to a therapist, because I knew
that my world was starting to turn upside down in a way that I wasn’t
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prepared for. I’m still not. And I started taking an antidepressant. More it
was preventive for those rainy days that eventually came, and were
coming even then. But I think knowing that the situation is probably not
going to get better can cause you to feel bad... So I view depression as
a real, living thing.
Karen, a doctor who spoke about her own depression, also described what she as a
doctor experiences when presented with a patient who looks depressed.
I think it is very difficult sometimes to bring up the subject of
antidepressants in the medical office setting when someone has a
chronic disease. You don’t want to come off and say, “You’re okay.
Here’s yet another pill and this one will make you feel better,” when
you’re not curing the chronic illness. I feel like your [Michelle’s]
comment earlier about seeing a psychiatrist and you said to yourself,
“What can a psychiatrist do? Say I don’t have breast cancer?” I
remember having the same thought when I had a death in my family and
someone said, “You should see a psychiatrist.” I kept saying, “They can’t
take away the fact that I’ve had a death.” A child of mine died. They
can’t say, “No, it didn’t happen.” I thought it was such a useless
comment and yet, the internist, your other doctors, can in fact do
things. But I think it’s very difficult and I think it’s [depression] probably
way under recognized and way under treated.
Sara, a patient, highlighted the challenge for doctors in discussing depression with
patients. “I think you’re right about people being sensitive sometimes and just in the
experience of my son ... there were a lot of people there [in a support group] that
were furious that doctors had even mentioned to them that stress could be a factor,
because they didn’t want to hear that they were being blamed for having caused it... I
remember that and it must be very difficult knowing how to read someone.”

Norman is the patient who introduced the subject of depression and he closed the
conversation by pointing out the need to distinguish between sadness and depression.
It seems sometimes they have to find a difference in definition between
what is depression and what is feeling blue. When I was first diagnosed
with this disease ... I felt badly for a while. I never took anything and I
went to see one of my friends who was a physician and talked to him
about it. And he said, “Get on with your life.” Because that’s the way it
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is. And I looked at him and it was all of a sudden, I realized that’s really
what it was... So I never took any pills. I got a medicine chest full of
them and periodically I throw them out because they’re outdated, but I
never take them. I don’t take them... [Laughter, simultaneous
conversation] I think I get sad once in a while. I think of what I was and
what I could have been. And I had to stop working when I was really at
the peak of my form and that made me feel sad—but again, not
depressed.
The entire conversation about depression became more a sharing of common
experience from different perspectives than a matter of one group of people informing
the other. It was perhaps the emotional high point of the dialogue. It shifted the tone
from one of respectful curiosity and sharing among doctors and patients, to a more
commonly held sharing of experience and more openness on the part of two of the
doctors about the dilemmas they face when one of their patients looks depressed. It
was a moment when one could feel a significant relaxing of boundaries and a real sense
that there is a problem that we all have to deal with and we are all in this together
trying to figure out how. One can speculate about what made this possible and why it
happened at this particular moment in the dialogue.
Up until this point, the questions, answers and comments were all characterized
by respect for and attention to the speaker. These certainly created an atmosphere of
trust where information and experience could be openly shared. I believe they went
further, though, and that with each new question and the ensuing responses, the trust
level among the participants increased incrementally so that by the time question eight
came along, the questioner felt comfortable asking a very sensitive question and the
respondents felt safe enough to answer openly and candidly. In addition, just as Janice
set a tone for the other doctors regarding personal disclosure when she was the first
doctor to respond to the opening questions, Nina set the tone for the responses to
this question with her unguarded candor. One could feel the sense of connection
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among the participants as they used humor and interjected more casual comments, at
times over-speaking each other, to negotiate this sensitive subject. It also appeared
that the conversation might have continued longer were it not for the time constraints
of the dialogue.
There was a sense that the conversation about depression was a turning point
in the dialogue that created an opening for discussion of additional sensitive subjects
and a deeper level of sharing. The two questions that followed this discussion assumed
a level of intimacy (Weingarten, 1 992) among the participants that the prior questions
had not. They requested less description and invited comments that were more
“experience near”. The first focused on another highly sensitive topic—patients feeling
somehow responsible either for their chronic illness or for not getting better. The
second returned to a prior conversation about the differences in doctor-patient
relationships when the patient comes to the doctor’s office with a focus on an acute or
chronic illness. This question, the last asked by the participants, seemed to have more
resonance for the group and there was a sense that the response to it had an effect on
the group as a whole similar to that of the discussion of depression. It was clear that
this was something that mattered to everyone and that the message was being
received.

Acute versus chronic
The last question, asked of the patients by Janice, a doctor, began as a
conversation between Janice and Amy, a patient. Janice asked the patients to talk
about what, during an office visit for their chronic illness, when nothing acute is going
on, “would leave you at the end of the visit feeling like it was worth coming? I got
something from this. I feel better—like something healing, caring happened here?”
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Amy responded, “I guess for me, it would be to have a conversation about it.
It’s almost like when your medic says, ‘Well, let’s talk about your fever, flu, you know,
anything else that might be going on’—and, we never really talk about my illness. We
really don’t. It’s like you get on the table, she feels the same pain, same place—the
same thing, the same pain. We don’t talk about it.”
Janice: “And you would rather?”
Amy: “We talked about it. You know? I don’t know. Maybe she knows something that’s
come up that’s worth trying, but we don’t talk about it.”
Norman and Sara, both patients, added comments about attention to chronic problems.
Norman: “Education is a wonderful thing. The more you know about your chronic
disease, the better you are able to handle it.”
Sara:
I’ve found that people have gotten more information from other people
with the same kinds of problems or support people or whatever than
from the doctors directly, even about medical information and it doesn’t
seem that that’s the way it ought to be. And then it brings up questions
you ask your doctor. And I’m not criticizing doctors for not taking the
time, but yes, it probably would be good if a doctor tried to initiate
more of a discussion about how this is affecting you in your overall life
and what we could and couldn’t do about it, what things are you maybe
giving up that you love to do and is there something—Maybe just
initiating a discussion about how can we deal with this, how can we help
people in other parts of their life?
Karen and Laila, both doctors, added a brief glimpse into how such a situation might
look from a doctor’s perspective.
Karen:
I feel doctors are trained to treat diseases, mostly acute diseases. A
chance to cut is a chance to cure. We have hundreds of thousands of
these little sayings and so, I think it’s only a very small percentage of
doctors who fit with the chronic illness patient well and I think that’s in
part what we’re hearing. Most doctors are just better trained to treat
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what’s wrong and how to cure it and not to talk about all the things that
you were saying. That’s not justification at all.
Laila:
I think part of that is to have a multi-disciplinary approach to caring for
the chronic patient ... to see how they can come to terms with it and
learn how to live in this new body or this new condition that they’re in...
But time is always of the essence and if you do have an acute problem
that needs to be addressed, the tendency is to take care of that
problem because you know you can do something about it and it needs
to be taken care of. And then, the intention is never to side-track the
chronic issue, but in practical terms, it might happen... And you might
want to see that person again after the acute illness is over and deal
with the chronic issues.
Janice, the doctor who introduced the question, closed the conversation with one more
comment, which effectively summarized much of what the dialogue had been about.
Janice:
I don’t think it’s only the time issue. I think we also have been taught
and came to this because we wanted to make a positive difference for
people. But I think all of us were taught how to make a positive
difference with something acute that we can treat and potentially cure.
We got much less training in the reality that we can make a positive
difference by shutting up and listening, and asking questions about
impact on the rest of reality. And unless you’ve groped your way to that
on your own as a physician, a lot of us don’t really know it. And it’s very
uncomfortable to sit there and listen to emotional and physical pain and
feel like we can’t do anything about it. And a lot of us don’t know that
we can do something about it simply by being present and listening for a
while.
What took place during these striking moments highlights two key elements of
deeply felt sharing between doctors and patients:
•
•

Attention, respect and curiosity that build trust
Reciprocally candid and open conversation of experience-near aspects of topics
that have resonance for both the patient and the doctor

Closing Phase of the Dialogue
To end the dialogue, the participants all responded to the questions, “What is
one thing that you want to remember about this conversation or what has it stirred in
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you? What are you taking with you? What else would you like to say to bring the
evening to a meaningful close for you?”
Some of the patients said that it was valuable to learn that they had
experiences in common with other patients, even though they may be dealing with
different diseases. As Nina put it, “I don’t want to say that I’m glad that other people
have been depressed, but I’m glad I’m not the only one. So, that just makes me feel
better...” Norman expressed the same idea but expanded it beyond the experience of
depression. “I was very glad that there are other people like me out there and that it
pays to go on because everybody is dealing with the same issues in one way or
another...”
Sara, a patient, said she understood better the need to be an assertive patient.
“[Djoctors are often more on the same page as you are than you think... It’s helped
me think that maybe I should be a little more assertive or just bring up some of those
things and be a little braver about the reaction I might get as a patient.”
Three of the four patients mentioned something they had learned about
doctors such as: how doctors think, doctors care about these issues, doctors are
people too. As Amy said, “I ... think it’s unusual to be able to be in the same room with
doctors who obviously care about this issue or you wouldn’t be here. And that’s
reassuring to me on a personal level.” Nina thought back to a particular moment in the
dialogue conversation and said she would remember “[Djoctors put their pants on one
leg at a time, too. I’ll keep that in mind next time I go to the doctor.”
Some of the doctors mentioned what they had learned from a discussion of a
particular topic, such as the variation in how people experience their limitations and the
importance of remembering to address issues related to the chronic illness even when
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the patient presents with an acute concern. All of them, however, focused most of
their closing comments on interpersonal aspects of doctor-patient relationships such
as: who is responsible for raising meta questions, the value of listening and
witnessing—inquire more, be more empathic, remind your clinicians [about the above].
Karen put the issue of addressing chronic problems into context:
I will remember the whole conversation about the non-acute, bringing up
the issues that most of us probably ignore some of the time by focusing
on the acute treatment. And I think that was really very important and
good to remind us all. I would encourage you [other doctors] to remind
your clinicians [in teaching settings] because I think we do forget. It’s
against what we’ve been taught in some ways and I think it’s good to
hear how important it could be so that we do more of it, even if it
means focusing on the urinary tract infection first and then moving on
to other things. But I really think that’s so important and I hear that.
Janice named ideas raised in the dialogue that were relatively new for
her and decided that she would like to give them additional thought. She also
expressed a sense of support that she felt from the other dialogue participants
in her “gut level sense” that doctors’ listening to patients is worthwhile.
I’m glad to be reminded and supported as I work in this environment,
and I’m supposed to see an infinite number of patients in an
infinitesimally small time, that my gut level sense that there is value in
shutting up and listening to people is not just my own delusion. The two
comparatively unfamiliar thoughts ... that I need to wrestle with more
are: What goes on for people when, as you [Norman] put it, your denial
is not wanting you to be limited and your family is perhaps treating you
as though you were more limited than you necessarily are or have to
be? Where is the potential? I need to understand that one better. And,
whose job is it to articulate some of these questions and how do we air
better...? And, is what you want something that I’m comfortable doing
or can be comfortable doing...? How does that get aired and processed
and resolved?
One of the messages that came out of the discussion of acute versus chronic
was that, as Janice mentioned, doctors can actually be helpful to patients by listening
to them and learning about their lives with chronic illnesses—even when they cannot
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cure the disease or “treat” the illness medically. Michelle focused on this idea and put it
into clear, concise language.
I think that what you want and what I wanted [when she had breast
cancer] was for someone to really be a witness to how horrible things
were for you. I think it’s the rare person who can do that for any length
of time. But ... if you open yourself up and your doctor is not able to do
that, then find somebody else. I think that’s what I learned when I got
sick. That’s the most important thing I do actually, is to hang in there
with [patients]. It isn’t that I can’t do anything for them. I can’t cure
them. But I think by seeing what they’re going through and saying, “I’m
going to be there with you and we’re going to figure this out over time.”
That’s what helps. That does make people better.
Laila addressed both the difficulty for a doctor and the importance of
addressing these issues when taking care of someone who has a chronic illness.
They’re very difficult issues that come up all the time. And the more
exposure you have to people who are either experiencing it or people
who take care of the individuals who are experiencing it, the more you
learn. We’re constantly learning about how to deal with these issues on
a day-to-day basis. So, I’ll take away from this many, many points, but
I’ll remember when I’m sitting in the office to inquire more and to just
try to feel what the individual is feeling.

Follow-Up
Follow-Up Interviews
At the time of the follow-up telephone interviews, all of the participants
reported positive experiences of the dialogue, though the doctors and patients tended
to attach different significance to aspects of the dialogue that they remembered in
common or to understand what took place in different ways. The predominant theme
of the follow-up interview was the safety participants felt in the dialogue and the
openness, connections, and possibilities for learning that fostered as Sara, a patient,
remarked, “I felt very connected with the people, which surprised me, considering that
none of us had ever met before, which was very nice...” Janice, a doctor, elaborated, “I
was struck by what in a relatively short time, started out being a somewhat sort of
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awkward group of strangers, moved into some pretty heavy personal stuff pretty
quickly. I was impressed that the facilitators with the cooperation of the participants
were able to create that much safety in that kind of time frame.” Amy, a patient, drew
the connections between the openness of the participants and the atmosphere of
learning. “I was impressed with the level of openness that most of the participants
expressed. It was also clear to me that the whole group was clearly invested in trying
to do their part to improve the overall relationships that occur between patient and
physician. I was also struck by the level of desire that the physicians expressed in
learning what chronically ill patients needed.”
The patients all thought the dialogue was a good experience for them. They
rated their experiences from five or six to six or seven out of seven. Amy rated it a six
to seven with the following explanation, “I felt really good about it... I guess the whole
tone and tenor of the way it was set up, I think you did a really good job of working
things.” Sara gave the dialogue a rating of five or six. “I think I did really get a lot out
of it, but I did have that little bit of discomfort.” [In the beginning of the dialogue she
was concerned that she might not have much to contribute because her health
problems seemed not as serious as some of the other patients. Over time she resolved
this concern.]
The doctors also thought it was a good experience, though they rated it
somewhat lower, from five to six and a half with three five ratings. Michelle, who rated
it a six and a half, simply said, “It was excellent.” Janice “found it valuable ... but I can’t
claim to have had some major difference [in how she interacts with patients].” Karen
“thought it was interesting. I was glad I went.” She also noted “it probably could have
been done in a shorter time... It doesn't solve problems.” Laila added, “what would
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have made it even better ... you almost feel like you'd like to do more ...” (See
Appendix H).
The patients focused on the commonalities among them despite their different
diseases, and the openness of the doctors and their willingness to learn from the
patients. They seemed to especially appreciate the opportunity to connect with other
patients, as all of the patients in one way or another mentioned how valuable it was to
hear the experiences of the other patients and learn that they had many concerns in
common. This gave them a feeling of not being alone. As Amy articulated, “I'm always
interested to hear experiences of other chronic pain patients, because you just never
know if you're the only one feeling this way or not.” Nina and Norman named the
“comfort” that this sense of shared experience gave them. As Nina put it, “I just
remember at the end we were talking about depression and how that affected people
with chronic illnesses. To me that was really helpful just knowing that other people had
been much the same as I had been when I was feeling depressed. It was a comfort for
me knowing that other people have been through it too.”
Three out of four patients also mentioned in the follow-up interviews the
“openness of the doctors”, their willingness to hear the patients’ concerns, and their
thoughtfulness and caring. Sara elaborated,
I was impressed by the caring of the doctors and their willingness to
seek out better ways of working with patients as well as by the
intelligent and innovative ways patients seem to approach handling
illness and seeking help for themselves. I also had not previously thought
about the frustration a doctor may feel in treating a chronic (as
opposed to an acute) condition, once the doctor has offered a number
of treatments or approaches and feels at a loss as to what else to do for
the patient...
Amy addressed the attitude on the part of the doctors that permeated the
dialogue and helped her understand that doctors do care about the dilemmas of
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patients with chronic illnesses and their doctors. “They were extremely open, not the
slightest bit defensive, and I was very impressed with them because I feel like there is a
mission here...”
They thought it was important to have talked about the frustrations of both
groups and the need for change at the level of the system. As Amy, a patient, said:
I think it was the fact that people were willing to deal with the
frustrations of either being a chronic pain patient, or being a doctor who
was dealing with a patient with chronic pain... The patients wanted and
felt they should get more than what they were getting and the doctors
were struggling with how to do that. And it sounded to me like if they
didn't know it when they walked in there, they sure as hell knew it when
they left there—that somehow they needed to do something differently.
But I think the group really did work to help understand the frustrations
on both sides... We were there because of the frustration ... or just
because we're part of the system... I don't think anybody in that room
left there thinking that the situation wasn't something that really
needed dramatic change and improvement.
The doctors also found the dialogue to be useful and interesting. They
remembered most the issues related to doctor-patient relationships. They thought it
was important to have talked about patients’ need for contact and understanding,
physicians’ struggles with incurable problems, the disconnect between wanting to make
people better and not being able to, what it is like for patients to live with chronic
illness and deal with doctors around the illness, and they thought it was important for
doctors to hear what it is actually like to live with a chronic illness. Karen, a doctor,
named what was most important to her:
I think the issues raised by the gentleman [Norman] in terms of being
assertive and pushy to get what he needs. I think the comments about
not needing answers as much as contact and understanding. Those
issues... They're interesting. Patients don't always say those things to
their doctors directly... And so you don't hear them. And so to me that
was the most useful part of all this—hearing what patients don't tell you
about what's important in an interaction like that.
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All of the doctors spoke of a heightened awareness and being reminded of
important things. Janice echoed Karen’s comments.
I think probably the experience of living with a chronic illness and dealing
with doctors around that issue was probably the most important. What
it did was give people who were living that life the opportunity to feel
heard by doctors who haven’t necessarily always come across as hearing
them. And us [doctors], the opportunity to hear things that we don't...
Listening is important to me. Getting heard is important to me, and so
that’s what I was there for.
Michelle, a doctor, addressed the importance of the doctors also having a
chance to speak about their experiences of chronic illness and be heard. “The most
important were the ways in which doctors feel they cannot comfortably take care of
people who have incurable problems—progressive, incurable problems; the failures in
the way that we take care of them; and dealing with the whole disconnect between
wanting to make people better and not being able to... That's what I do all day long.”
Laila was the youngest among the group of doctors and she described having
learned the most from the dialogue. “It was more This is what I would want my doctor
to do for me.’ And those types of comments were most interesting because it just
really was very clear and specific. It seemed to have a general theme—it wasn't just
one person's experience... It gives me a lot of take home message.”

The Unexpected
Two unanticipated issues were brought up during the follow-up interviews—
whether or not the patients named their diagnoses and my inclusion of Nina, the young
woman waiting for a heart and lung transplant, as a dialogue participant. The question
of naming one’s diagnosis was raised by two of the doctors and one doctor and two
patients raised that of Nina’s participation.
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Naming the diagnosis
Two of the patients named their diagnoses as part of their introduction in the
opening questions of the dialogue and two did not. Over time, it became clear that
Sara, one of the patients who did not name her diagnosis, has some mobility problems
and some kind of difficulty related to physical exertion. One of the examples she gave
was that if she tries to open a jar that is very tightly closed, she can later end up with
some kind of temporarily disabling problem with her hands. It was unclear exactly what
problems she deals with on a daily basis beyond decisions about how and when to
physically exert herself, but it was clear that they certainly are ever-present and always
play a part in decisions that healthy people might take for granted. It was equally clear
that though they are a constant presence in her life, these problems and decisions do
not overwhelm her life—she has a life apart from illness.
Amy was the other patient who did not name her diagnosis and the picture she
presented was quite different. She described a life dramatically altered and completely
dominated by illness, characterized by uncompensated loss and a profound change in
her sense of self. She told a story about going to a hospital emergency room and being
shamed when one of the doctors made assumptions about her based on her diagnosis
without inquiring as to the accuracy of the assumptions. Her other comments
throughout the dialogue were equally clear and relevant. In fact, the “striking
moments” conversation about acute versus chronic was largely informed by her.
Throughout the dialogue though, she did not put a label on her illness despite sharing
much personal and informative information about her life.
In her follow-up interview, Michelle, a doctor, mentioned the effect that not
knowing these diagnoses had on her. “I spent a great deal of time, psychological and

85

cognitive time trying to figure out what everybody's diagnosis was... That is typical.
[Laughter.] A typical physician. I had to control myself not to ask people, "So, you
have...?"
Karen, another doctor, also mentioned in her follow-up interview that she and
her colleague [Michelle] left the dialogue wondering about Amy’s diagnosis. Though she
also wondered about Sara’s, most of her comments were about not knowing Amy’s
diagnosis and the effect it had on her throughout the dialogue.
Karen:
We had more conversation about that than we had about the things you
would have thought... We thought we might know, but we didn’t. We
spent a lot of time taking the clues we got and trying to guess... That's
the first thing they [doctors] try to figure out. If you have a chronic
illness, what is it? So that one can then move on to try and think of the
problems or the issues or whatever. And not having that information
affected us.
For Karen, not knowing Amy’s diagnosis meant that by the end of the dialogue she felt
like one of the participants had not introduced herself in a way that she, Karen, is
accustomed to being introduced to people with illnesses. “I'm used to knowing what
they have, not it deliberately being hidden. Because, after all, if my patients keep it
hidden, what good am I? So I found, or we both [she and Michelle] found, that
intriguing.”
She described her process of trying to figure out the diagnosis and how not knowing
affected her.
I had a feeling she [Amy] had some issues with her providers, but I
didn't know what they were. I didn't know what was wrong with her. She
said she couldn't work but she didn't say why, so I had no clue. She
looked okay, she walked okay, yet she said she was totally disabled and
can't work, and yet we didn't know any of the details. So it's hard to
figure that out. It's sort of weird to have a conversation about chronic
illness and how it affects you, when you don't know what it is. Chronic
illness can be some arthritis in your knee, of course, it can also be you
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need a heart/lung... There is a broad range and I didn't get any sense
from some of the participants what the range was for them and how it
affected them or why or anything like that.
Karen thought that not knowing everyone’s diagnosis influenced how she heard what
he or she had to say “a little bit”. She thought it would have been more helpful to know
“because I then would move on. This way, I focus on what's going on, as opposed to
what are they saying. So it would have worked better, I think, if as part of the
introduction, if we're talking about chronic illness—that people are talking about their
chronic illness—that I had some idea what they're talking about.”
Nina
Three participants, one doctor and two patients, mentioned being surprised or
distressed by the participation of Nina, the young woman waiting for a heart/lung
transplant. Michelle, a doctor, described the effect Nina’s participation had on her. “I
was surprised at how protective I felt of the young woman [Nina] who I thought was
the one who had the most major medical problems. I became concerned about her
welfare during the conference that we had together during the dialogue... feeling a
little bit like I didn't want to complain too much...”
Norman, a patient, was also surprised and distressed by Nina’s participation. He
described his reaction: “I was very surprised at one of the participants, her disability,
which came out later on. And I was kind of upset ... Every one of us with a chronic
disease has to face mortality, but ... most of us are older ... They’re going to get more
time, and the thought of this young lady making it... It’s very distressing. And anyway,
it bothered me.”
He went on to elaborate his reaction to Nina’s diagnosis together with that of
Michelle, the doctor who had talked about her experiences with breast cancer, “One of
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the participants, a physician, she had a go-round with breast cancer and she also
questions her own mortality and survivorship. And that also got to me. And I find that
I’m rather a pensive person and that’s multiplied ... I just felt for them. I have
confronted it myself, more times than I’d like to admit, and because it’s [the
circumstances of] my life ... so I identify with them.”
Nina, .on the other hand, was glad to have participated in the dialogue and
thought that it went well. From her perspective, “It didn’t seem like anything went
wrong. Nothing had a negative effect on me and I found it really interesting and
everyone was really nice and everything.”
She went on to explain what she most appreciated about participating in the
dialogue. “I am really glad that I participated in the dialogue because it was interesting
and helpful to hear about other people’s experiences with chronic illness and how they
have dealt with it. I also enjoyed hearing how the doctors responded to the questions.”

Topics Important to Individuals
Some of the individual participants, especially the patients, came to the
dialogue process with a particular agenda. Amy wanted to hear about the experiences
of the other patients and to let doctors know that people with chronic illnesses have
particular things they need from their doctors. Sara was interested in the process of
information sharing between doctors and patients. Nina wanted to learn whether some
of her experiences were common to others with chronic illnesses. And Norman wanted
to teach doctors to be more patient with patients with chronic illnesses or disabilities
and to teach patients to be more patient with themselves. All of them accomplished
their objectives.
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Amy’s distinction between the needs of healthy patients presenting acute
problems and the needs of those with chronic illnesses, even when presenting
something acute, became a topic of general interest among all of the dialogue
participants and as discussed above, the conversation about it was one of the striking
moments of the dialogue. Doctors and patients alike connected to this issue. Laila, a
doctor, remembered this conversation in her follow-up interview and described how
important it was for her.
[Amy] basically mentioned how when she had ... something that could
be fixed—a urinary tract infection or whatever it was, and the doctor
was on top of it and she was ready to go. I kind of started thinking
about myself, “Am I that way in situations if it's fixable?” And of course
we all want to feel ... that we can finally do something for this patient
and feel good about it. It felt really sad when she was saying sometimes
... and one other person who mentioned, “I just want people to
understand what I'm going through in my life.” I guess that was what
resonated most for me.
Amy’s interest and that of Nina in learning about the experiences of other
patients was shared by all of the patients present. As Nina said, “Part of the reason I
wanted to do the study was to see if other people who have chronic illnesses have
been through the same things I had with doctors... I was just curious to know what
other people felt like who've had chronic illnesses.” Even though Norman’s idea was
that he would teach others from his own long experience, he also appreciated the
sense of commonality among the patients and took home for himself the message he
had hoped to bring to the others. “I thought it was very rewarding... I was very pleased
to learn that people with other chronic diseases handled their life situations the same
way... It reinforced that what I’m doing is the right thing...”
Listening to these exchanges about commonalities among the patients was
enriching for the doctors as well, as it underscored the point that there are indeed
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particular needs of patients with chronic illness that are common among them. In her
follow-up interview, Karen described how this was important for her. “The comments
about not needing answers as much as contact and understanding—those issues...
They're interesting. Patients don't always say those things to their doctors directly...
And so you don't hear them. And so to me that was the most useful part of all this,
hearing what patients don't tell you about what's important in an interaction like that.”
In relation to “those types of comments,” Laila added, “Those types of comments were
most interesting because it just really was very clear and specific. It seemed to have a
general theme; it wasn't just one person's experience... It gives me a lot of take home
message.”
Sara’s interest in how information is shared between doctors and patients was a
perfect fit with Janice’s interest in educating patients. Through raising that question
and discussion with Janice and some comments from other doctors, Sara was
reassured that doctors are indeed interested in their patients’ questions. Janice
realized for the first time that patients might not initiate a conversation about
information sharing unless the doctor provides an opening for it. She left the dialogue
acknowledging that she “need[s] to wrestle with more ... whose job is it to articulate
some of these questions and how do we air [them] better...? And, is what you want
something that I’m comfortable doing or can be comfortable doing...? How does that
get aired and processed and resolved?”
Norman also found a ready audience for what he wanted to teach. Karen
especially appreciated his candor and his descriptions of how he negotiates his doctorpatient relationships. “I thought the elderly gentleman with MS [Norman] was ... very
moving in his approach... the issues raised by [him], in terms of being assertive and
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pushy to get what he needs...” In asking the group to discuss their experiences of
depression, he directly addressed Nina and Amy’s wishes to learn about the
experiences of other patients. As discussed previously, this conversation became the
emotional high point of the dialogue and a source of connection among all of the
participants.
Most of the doctors were there to learn in a more general way and did not
articulate particular agendas. However, one of them—Michelle—has a particular way of
working, centered on caring for her patients and witnessing what they go through, that
she wanted to share with the patients and the other doctors.
I think I’ve sort of developed a skill for taking care of people with chronic
illness because I’ve become a lot more patient about the process... The
way is to see patients frequently and to not intervene. I have a lot of
experience and skill, but when you have somebody for whom very little
can be done, but they’re suffering, then you just simply are a witness to
their suffering, and you don’t get impatient if they’re not getting better.
You simply help them live their lives, and you’re a witness to what they
do.
All of the doctors found ways to communicate their caring about their patients
and the issues the patient-participants brought to the dialogue, making it difficult to
determine the particular impact of Michelle’s sharing her way of working. The message,
though, was certainly received and was very important to the patients. As Amy noted
in her comments at the close of the dialogue, “I ... think it’s unusual to be able to be in
the same room with doctors who obviously care about this issue or you wouldn’t be
here. And that’s reassuring to me on a personal level...” Sara added in her follow-up
interview, “And I was also really struck by how caring the doctors that were there— ...
they did seem very concerned about putting a lot of thought into the relationship with
the patients. And I thought that was really a nice thing to hear.” It may also have had
an influence on Laila, the youngest of the doctors, as she expressed in one of the
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thoughts that stayed with her after the dialogue. Laila: “Being patient with myself and
with the patient with chronic disease. Suspending the agenda at times to address what
the underlying concerns are for the patient—and understanding better in what ways I
can be more supportive. Understanding in what way not being able to ‘fix’ the medical
problem impacts on me and how, in turn, I impact on the patient and our encounter.”

Questionnaire
In the final follow-up, the questionnaire (See Appendix G), the themes and
topics that had been most important to the participants at the time of the shorter
term follow-up continued to be salient for them. Two patients, Nina and Norman,
continued to name as important hearing about the experiences of the other patients
and learning about the commonality in their experiences.
Nina: “Everyone went away with a sense of satisfaction and an understanding in
knowing that others had been through similar things.
Norman: “Very often a person with a debilitating chronic illness gets so wrapped up and
personally involved with his own problems that he loses perspective and forgets that
there are others out there dealing with problems that may be more devastating than
his... It was gratifying to know that others with chronic illnesses had similar thoughts
about the subjects discussed.”
Amy, another patient, continued to note the openness of the participants,
especially that of the doctors, and their interest in working together toward change. “I
was impressed with the level of openness that most of the participants expressed. It
was also clear to me that the whole group was clearly invested in trying to do their
part to improve the overall relationships that occur between patient and physician. I
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was also struck by the level of desire that the physicians expressed in learning what
chronically ill patients needed.”
Sara summarized her own learning and took the issue of support for patients
with chronic illnesses beyond the doctor-patient relationship. “I was impressed by the
caring of the doctors and their willingness to seek out better ways of working with
patients as well as by the intelligent and innovative ways patients seem to approach
handling illness and seeking help for themselves. I also had not previously thought
about the frustration a doctor may feel in treating a chronic (as opposed to an acute)
condition, once the doctor has offered a number of treatments or approaches and feels
at a loss as to what else to do for the patient. I thought the patients’ reactions to this
issue also pointed out the need for other kinds of support that doctors might be able
to direct patients to.”
Those patients who had particular experiences that received attention, such as
wanting to feel more comfortable asking questions of her doctor or needing the doctor
to pay attention to the chronic problems even when an acute problem presents,
continued to find it important that those issues were raised with the doctors in the
group.
Amy, the patient who most articulated the acute versus chronic issue, was
satisfied that her message was heard. “The level of awareness on both sides of the
table was dramatically increased. I think the physicians were surprised to know that the
patients really felt a difference in treatment by their own physicians when there was an
acute health issue being addressed rather than a chronic one.”
Sara, the patient who introduced the issue of information sharing between
doctors and patients, found that her participation in the dialogue opened up avenues of

communication for her both with her doctors and with other people who have chronic
health issues. “I feel more comfortable now about asking questions of doctors, realizing
that they may welcome opportunities to help in new ways as opposed to seeing this as
a burden. I also was reminded of the value of sharing experiences with others with
chronic conditions and have been reaching out more about common issues to people I
know/meet.”
Norman, the patient who wanted to use his own experiences of MS to educate
both patients and doctors, was satisfied that “the physicians in the group received an
understanding of how to effectively deal with patients that they see with chronic
disease.” He also found that he is now more patient and more realistic regarding his
own disabilities and a better listener in his volunteer work. “The dialogue influenced me
by making me more accepting of my own particular disabilities. And by not being
angered or frustrated by my lack of accomplishing something because of my disability.
And further, not attempting a project that I know would end in failure... In my
volunteer work (answering the information and referral line at the MS Society) I became
a more tolerant and understanding listener.”
In the final follow-up, the doctors also stressed the importance of
communication and the different needs of patients with chronic illnesses. Three
particular ideas that stayed with them since the dialogue were as Karen said, “As
always, communication is key;” “the discussion about doctors not spending time on the
topic of what life is like if the limitations involved can’t be fixed” remembered by Janice
and Michelle’s attention to “patient anger at clinician arrogance and helplessness,
patient guilt at not ‘getting better’ to please MD.”
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The doctors said they now have a better understanding of how to be supportive
of patients with chronic illness and that they understand the importance of talking
about the patients’ concerns and the impacts of chronic illness on their lives. Janice
reported a change in how she thinks about office visits for patients with chronic
illnesses. “I consciously try to fit space in a visit to focus on how people spend their
time, how physical realities affect life.”
Michelle, another doctor, described an increased awareness of the influence she
as the physician may have on her patients. “Made me more cautious about creating
patient guilt and worry about my disappointment if disease progresses or does not
respond to treatment.”
Laila, a doctor, took the next conceptual step and expressed the ideas that
stayed with her from the dialogue in interactional terms. “Being patient with myself and
with the patient with chronic disease. Suspending the agenda at times to address what
the underlying concerns are for the patient—and understanding better in what ways I
can be more supportive. Understanding in what way not being able to ‘fix’ the medical
problem impacts on me and how, in turn, I impact on the patient and our encounter.”
Four participants, two doctors and two patients, wrote in their questionnaires
about the interactive nature of the dialogue outcome:
Michelle, a doctor: “Communicating unspoken issues.”
Laila, a doctor: “Each—doctor—and patient—seeing the other’s perspective.”
Sara, a patient: “It seemed that both the people with chronic illness and the doctors
could see from the discussion, the willingness to work together and that there is much
to learn from each other about issues not often discussed in the usual doctor/patient
setting and how important communication is. I think the dialogue also brought up the
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issue of what, other than purely medical intervention, might be useful in treating
chronic illness (such as access to additional information, helping patients feel
empowered to help themselves as much as possible, mutual respect, making sure
patients feel listened to and understood, offering resources to help with everyday
adaptations to the illness, etc.).”

Summary
Amy and Sara, both patients, summed up the outcomes of the dialogue—Amy
from the perspective of its emotional impact and Sara in terms of clarifying what is
central to doctor-patient relationships where a chronic illness is involved. Amy: “I think
the tenor of the whole meeting moved me. I came home feeling really good about what
had happened—what the experience was, the openness of people, the caring way in
which the entire session was conducted. I came home and I told my husband it's one of
the best things that I've ever participated in. I really felt good when I left there. I felt
hopeful...”
Sara pulled together the perspectives of both doctors and patients and defined
the idea that was at the heart of the dialogue when she said,
It was interesting—the point that someone made about chronic versus
acute illness... One person was saying that her doctor was so excited
when she came in with something acute because the doctor felt he
could really do something. And that's just something I hadn't thought
about. And it's really interesting how their doctor would feel a litt'e bit
helpless. And that there may be other ways that a doctor could help
people by talking about it and how it affects their lives... I had never
thought of that before, that a doctor might feel that they've done as
much as they could for someone. Not that they're helpless, but just
they've reached a point where there weren't a lot of dramatic things
that could take place, or medical interventions... And that it's an
ongoing relationship, that it is a support relationship... When you said
you were dealing with chronic illness, I had thought that's mainly
because it's people who have a lot of experience dealing with doctors ...
as opposed to it being a very different kind of situation in itself.
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CHAPTER 5

DISCUSSION

Perhaps due to the enormous advances made by medicine in the late nineteenth
and twentieth centuries in the prevention and treatment of infectious and acute
diseases, chronic illness has become a way of life for many people in the late twentieth
and early twenty-first centuries. With these successes, expectations of what medicine
can achieve have been raised, resulting in frustration for people with chronic illnesses
and their doctors working in a medical system that has not kept pace in establishing
models for care and providing services to people with chronic illnesses. Reimbursement
systems that reward doctors for procedures and treatments—for “doing things to
patients”—and not for taking the time to help people cope with the problems
associated with their illnesses, exacerbate the frustrations. Thus, a problem has
developed in which medicine is expected to solve problems that it cannot and doctors
and patients with chronic illnesses become the targets of personal blame when they
persist in seeking medical care that is not available or cannot provide a treatment that
does not exist.
Patients, and doctors who are also patients, have long recognized these and
other problems related to care provided in medical settings. Many authors have
attempted to describe the effects of both illness and the ill effects of being involved in
the medical system (Heyman, 1995; Shapiro, 2000) in ways that echo points made by
the patient participants in the dialogue. The common theme among them is that
disease and illness take place within the bodies and lives of complex human beings. Just

97

as the particular manifestations of disease and the experience of illness will reflect the
uniqueness of an individual, treatments and management plans must also be
expressions of healing suited to the interweaving of the many aspects of what makes a
particular individual the person they are. To find the best healing means for a given
individual, doctors must know the person and work in partnership with them. As Sara, a
patient, explained:
...[T]he whole issue of how each person in a doctor-patient relationship
... can express themselves in a relationship to get the most out of it—
how the doctor could stay open to supporting the person in ways other
than just medically... And the patient feeling that they can talk about
those things... I think communication is really important, because you're
problem solving, and the inputs from both people are really important...
because you want to individualize it.
This is difficult for doctors, as the doctor participants explained and as
elaborated by doctor authors, most notably those still in training (Marion, 1 989).
Janice, a doctor participant, explained, “It’s very uncomfortable to sit there and listen
to emotional and physical pain and feel like we can’t do anything about it.” It is
especially difficult when as Karen, a doctor participant says, “[l]t’s only a very small
percentage of doctors who ... fit with the chronic illness patient well... Most doctors
are just better trained to treat what’s wrong and how to cure it and not to talk about
all the things...”
It is also difficult for patients with certain chronic illnesses who get mixed
messages about medical care. They understand the social imperative to seek medical
care when ill. Yet, at the same time, they understand that their presence in a medical
setting represents a confrontation with the limits of medical knowledge. Norman, a
patient, explains how his relationship with his doctor works for both of them: “I found
that understanding that they can’t do anything for me, it’s the best thing in the world
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as long as I understand that. He [the doctor] knows that I understand and we have a
tremendous rapport, because I don’t expect anything from him and yet, he says the
same thing every time. ‘Call me if you need me’...” With a narrow focus on disease,
doctors and patients alike can feel at a loss as to the purpose and parameters of their
work together. Amy, a patient, describes such office visits with her primary care
doctor: “[W]e never really talk about my illness. We really don’t. It’s like you get on the
table, she feels the same pain, same place—the same thing, the same pain. We don’t
talk about it.”
The medical world has begun to wake up to the problems and the need for
system wide change (IOM, 2001). Factors leading to the current call for change can be
seen as the confluence of developments in technology and science, and greater social
awareness. These reflect both changes in culture related to medicine and ways that
innovations in medicine have influenced culture (Kaufman, 1993). People who bridge
the worlds of social inquiry and medicine, such as Engel, Kleinman and Rolland, brought
key concepts to medicine. In 1977 Engel called for a “biopsychosocial” approach to
medicine. He presented a case for ending the mind/body dualism that has dominated
medicine since its alignment with science. Kleinman, in 1988, distinguished between
“disease” as a disruption in the healthy functioning of the body and “illness” as an
individual’s felt experience of disease and its various manifestations. Rolland expanded
these concepts in 1994 with his model of the psychosocial effects of chronic illness
over the course of a disease, within the context of an individual’s and their family’s
lifecycle. These ideas and others that synthesize social science and medicine will bring
innovation to medical practice in ways that better reflect the complex issues faced by

99

patients and doctors dealing with chronic illnesses. The journal, Families. Systems
Health serves as a meeting ground for the development of such ideas and practices.
The participants in the dialogue would likely recognize these concepts and
appreciate the lOM’s current call for change in the areas of respect for the social and
cultural contexts of patients, the recommendation to tailor medical care to the needs
of the individual within their context, the idea of making medical care more of a
partnership between patients and providers—including shared decision making and
transparent record keeping—all with respect for privacy and acknowledgement of the
need for “healing relationships” (IOM, 2001).
By the year 2000, it was widely understood that the need for change in
medicine, especially regarding chronic illness, was far-reaching and inclusive. However,
change on such a massive scale can overwhelm an individual’s sense of agency and
amplify existing frustration. The dialogue was an attempt to scale down the enormity
of the problem by locating a means to address it within the lives and experiences of a
small group of people. It took the widely articulated frustrations as its starting point
and introduced a change in the usual conversation by creating a novel context for
doctors and patients to address issues related to chronic illness. With its foundations in
a resource orientation and feminist ideas about sources of knowledge and power in
naming experience, it sought to introduce new information to the medical system and
to provide a different experience for a small group of doctors and patients. Through
participation in a structured facilitated dialogue about chronic illness, patients with
chronic illnesses and primary care doctors sought to raise awareness and improve
understanding of the issues and concerns that confront each other in the seeking and
provision of medical care for chronic illness. It was hoped that with this awareness and
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understanding, this small group of people would bring an enhanced sense of agency to
their future interactions within the medical system.
The dialogue was a complex process that held different meaning and different
import for each of those involved with it. To attempt to understand it is to overlay it
with a particular philosophy that reflects a particular worldview (Polkinghorne, 1983).
Thus, the discussion below stems from a view of the dialogue as both a clinical method
and a research tool. As a research tool, the dialogue provided a rich source of
information about patients and doctors in relation to chronic illness. As a clinical
method, it provided the participants a unique opportunity to share experiences and
explore ideas together. In the discussion that follows, the focus will be on the major
outcomes of the study and implications for chronic illness care, with a role for family
therapists in developing practices that better meet the needs of doctors as well as
patients.

Major Outcomes of the Study
The striking moments of the dialogue and the unexpected outcomes point to five
key areas that lie at the heart of interactions between people with chronic illnesses and
their doctors:
•
•
•
•
•

Acute versus chronic illness
Diagnosis
Depression in chronic illness
Witnessing illness
Doctors and chronic illness

Differences In Doctor-Patient Relationships In Chronic As Compared To
Acute Illness
Most of the questions in the open phase of the dialogue were about doctorpatient relationships and they revealed aspects of chronic illness that appear to be
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common across various diseases—at least across the diseases of the participants in the
dialogue. Though the participants’ diseases would be understood differently in Rolland’s
typology of chronic illness (Rolland, 1 994), one of the common features among them
was what they looked for in relationships with their doctors. They all wanted their
doctors to understand them as people—as individuals—though how this would be
expressed was different for some of them. For Sara, whose health issues have a less
overwhelming impact on her life than the other patients, this took the form of wanting
an open exchange of information with her doctor about her health concerns. She wants
to feel like they are a team working together to solve a problem. For the other
patients, whose lives are more dramatically influenced by their diseases, they want
their doctors to understand this impact, to know about the place of their illnesses in
their lives and how they negotiate life with chronic illness. Some of them want to talk
about it with their doctors, seeking support and perhaps consultation about how they
negotiate aspects of life that are taken for granted in the healthy. For Sara, as for the
other patients, doctors’ appreciation of their needs as individuals is seen as an
expression of caring. Shapiro (2000) dramatically illustrates with what I have called his
“litany of kindnesses”, that it does not take much—a simple gesture, a brief empathic
comment—for patients to know that people care and that caring can mean the world
to a patient. As comments by some of the doctor participants indicated, brief glimpses
into patients’ lives, as became available through the stories they shared in the dialogue,
can help doctors more fully appreciate the dilemmas and concerns of their patients
with chronic illnesses. With this appreciation, they are in a better position to empathize
with and express caring for their patients.
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When an otherwise healthy person has an injury or an acute illness, the doctor’s
job is to diagnose the problem, make a plan for treatment, implement the plan and
ascertain that it has been effective. The focus is on the injury or the disease, the
treatment and the return of the patient to their usual life as quickly as possible with
the fewest consequences from the injury or illness (Hunter, 1991). The injury or illness
episode becomes a detour in the trajectory of an otherwise healthy life. Not so with
chronic illness. By definition, the chronic nature of the disease means that there will
need to be a long-term accommodation to it throughout the remainder of the patient’s
life. The doctor’s job becomes one of supporting the patient to manage their disease in
the healthiest way possible with the least disruption to the ongoing flow of their life
(IOM, 2001; Rolland, 1994). The focus thus broadens beyond the disease and
treatment to more fully incorporate the person—the patient—in the clinical picture. As
outlined in the IOM report and illustrated by the dialogue participants, the extent to
which medical attention must center on the “person of the patient” varies with the
complexity of the illness, including the patient’s contextual support for managing it,
and the availability of established treatments. In their conversation about “acute versus
chronic”, the dialogue participants also highlighted the extent to which an acute illness
must be seen in context. When a person has a chronic illness, an acute illness must be
understood in the context of the chronic illness and the life of the person with chronic
illness. It is not, as usually conceptualized, a detour in an otherwise healthy life. It is
something else and can only be understood by learning its meaning and place in their
life from the patient.
Patients in the dialogue described different responses to their need to be seen
by their doctors as unique individuals. Norman encouraged the other patient
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participants to be assertive and to be clear with their doctors about what they need
from them. Sara, considerate of the pressures on her doctors, talked about trying to
accommodate in such a way that she disregards some of her own needs, saying, “it
shouldn’t be that way”. For Nina and Amy, some of their doctors render them invisible
to the extent that they feel helpless other than to look for a different doctor.
Hearing the patients’ descriptions of what they need in relationships with their
doctors, the doctor participants affirmed that indeed, in chronic illness, it is a “support
relationship” in which “communication is key”. Further, they understood and explained
to the patients the source of the problem: “Doctors are trained to treat diseases,
mostly acute diseases... It’s only a very small percentage of doctors who fit with the
chronic illness patient well and I think that’s in part what we’re hearing”. “Unless you’ve
groped your way to that on your own as a physician, a lot of us don’t really know it. It’s
very uncomfortable to sit there and listen to emotional and physical pain and feel like
we can’t do anything about it. A lot of us don’t know that we can do something about
it simply by being present and listening for a while.” Clarifying for the patients the
disconnect between what they need from their doctors and what doctors are trained to
provide, gave the patients a means to understand some of the difficulties in their
relationships with their own doctors and a reason that some of what they need from
the medical system goes unmet.
The doctors further reported having “a better understanding of how to be
supportive of patients with chronic illness” and that they “understand the importance
of talking about the patients’ concerns and the impacts of chronic illness on their
lives”. This understanding translated into changes in how two of the doctors think
about office visits for patients with chronic illnesses as they try to incorporate
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discussion of “how people spend their time, how physical realities affect life” into their
time with patients. Two of the doctors took the next conceptual step and described an
increased awareness of the influence of a physician on their patients—how “not being
able to ‘fix’ the medical problem impacts on me and how, in turn, I impact on the
patient and our encounter”.
It is commonly understood among doctors that “patients want time with their
doctors”. It is less clear, however, how a representative group of patients would find
that time helpful. Though doctors in the dialogue readily expressed a wish for “more
time with my own patients”, we did not learn from the dialogue how time with their
patients might be helpful to doctors. What became in part a relatively brief educational
experience helped this small group of patients understand better what doctors are
equipped to offer patients with chronic illnesses and at the same time, enhanced what
this small group of doctors can provide their patients. It highlighted an important area
for change in medical education.

Diagnosis
Diagnosis in chronic illness is an area that has the potential to both help and
harm as it can clarify—if not cure—or label, stigmatize and stereotype. Some of the
tension for doctors and patients around these issues was played out in the dialogue.
Western medicine centers largely on the diagnosis and treatment of disease.
Doctors are trained to solve the diagnostic puzzle and determine appropriate
treatments, leading to the resolution of the problem of illness. In chronic illness, even
when treatments do not cure, diagnosis can point to treatments that can mitigate
symptoms and limit or delay progression of the disease. Therefore, the first order of
business for a doctor who is meeting a new patient in a clinical setting is to diagnose

the problem. Diagnosis helps the doctor understand the clinical picture and frame the
next steps to be taken. At the same time, the rituals of the diagnostic process help
contain for the doctor what can be an otherwise overwhelming exposure to the
suffering of another human being (Hunter, 1991; Weingarten, 2003). They provide a
familiar process of inquiry and refinement of hypotheses as the doctor engages in a
process of problem solving. Further, these rituals frame and sanction the doctor’s
intimate access to the patient’s body and equally intimate inquiry into otherwise
private aspects of their lives. Where diagnosis leads to shared understandings between
patient and doctor and provides a foundation for their future work together, it can be
helpful—indeed essential—to both.
Sometimes, however, diagnosis can lead to objectification of patients. It is
common in medical settings to hear patients referred to by the name of their disease
or the procedure for which they have sought medical attention. It is equally common to
stereotype people based on experience of others with the same diagnosis. In the
discussion of depression during the dialogue, one of the doctors referred to “the
fibromyalgia patients who have this total body pain” for which medicine has not yet
developed an explanation and therefore for whom medicine does not have ready
treatments. “They are so enraged that somebody is suggesting once again that their
problem is psychiatric...” This sort of characterization of a group of people renders any
individual patient invisible, sometimes stigmatized, as Amy, a patient with a different
illness, tried to explain. In her story about an emergency room admission during which a
doctor misread her chart and confronted her, informed more by expectations based on
stereotype than by the facts before her, Amy shared the pain of being stigmatized by
the doctor’s assumptions about her based on her diagnosis. She described feeling
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diminished as a human being. “I got triaged, of course, in one of those little cubicles
and the question was asked, ‘How much have you had to drink today?’ And I thought,
‘Oh, my God’—because I have an illness that, unfortunately, a lot of people who are
alcoholics also have. And it was the way that it was put. It was the way that I was
treated initially that made me feel like I had come a long way.”
Having—at the same time—the potential for help and harm, diagnosis, then,
must be handled with sensitivity to its implications for individual patients. Care must be
taken to distinguish between the disease and its names and the person in whose body
it is expressed. Yet diagnosis is so ingrained a part of how doctors think that even in a
non-clinical situation, it became an issue for two doctors and one patient. The patient,
Amy, made a decision not to name her diagnosis precisely because of the stigma that it
carries. She wanted to be seen and heard for herself without having the burden of
stigma. However, this same not naming of disease became a barrier to knowing her for
two of the doctors. One of the doctors, Michelle, spoke later about the amount of
attention she diverted from listening to the patients’ stories as she tried to figure out
the diagnoses of the two patients who did not name them. Karen, the other doctor,
went even further to say that she felt as if she had not been introduced to Amy, even
by the end of the dialogue, because information that she is accustomed to learning
about patients was deliberately withheld. She found it difficult to “move on” to hearing
Amy’s experiences without first knowing her diagnosis.
For someone in Amy’s position this is a bind. Even in a situation where her
agreement with the doctors she is meeting is simply to share experiences, they first
want information from her that she feels the need to protect. It is also problematic,
though with less potential personal cost, for the doctors as they have difficulty hearing
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her without this information. Yet for Amy to share her diagnosis will limit possibilities
for how others may know her. She will find herself having to overcome a label to be
known more fully. Amy wants to be known as a person first, someone with the freedom
to disclose personal information according to the level of trust she feels in her
listeners. Doctors will find this situation familiar, as we will see below.
Three questions become relevant to a discussion of how Amy’s maintaining
privacy about her diagnosis played out for the dialogue participants:
•

•

•

There was another patient, Sara, who also did not name her diagnosis. What
was different for the two doctors that this was less of an issue with one of the
patients than with another?
There were two doctors who were able to hear Amy’s stories, and in fact
learned a lot from her, without knowing her diagnosis. What was the difference
between the way these two doctors listened and organized the information
they heard and those for whom not knowing the diagnosis was an impediment?
In a complex medical situation, it can sometimes take time to determine a
diagnosis—time during which patients need relief of their symptoms and care
for their suffering. At other times patients have problems for which medicine is
simply not equipped at present to find a diagnosis, yet they too need relief and
care. When diagnosis is so central a feature of planning treatment and hearing
what patients have to say, how can doctors and patients build shared
understandings from which to work together; how can their work help patients
feel better and be as healthy as possible, when there is no diagnosis?

Depression In Chronic Illness
If diagnosis can be a complex issue in chronic illness, then diagnosis of
depression is even more so. The complexity begins with the widespread assumption
that depression is a common, almost inevitable consequence of having a long-standing
health problem. In fact, the use of the term “depression” in everyday language
complicates the matter as it is often used in place of other terms denoting sadness,
malaise, grief and many other variants of unhappiness. Indeed, among the dialogue
participants, three of the four patients and two of the doctors spoke about their own
depression in relation to events in their lives. In the context of this conversation they
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named triggering events that included death of a child, diagnosis of a potentially fatal
illness, loss of work that was a central expression of the person’s identity, loss or
severe limitation in bodily function and persistent severe pain. Norman, the patient with
multiple sclerosis, lost his ability to express himself as an artist through drawing when
he lost the use of his right hand. Yet he made the important point that “there should
be a difference in definition between what is depression and what is feeling blue”.
The issue is even more complex though. A person may go through many
changes during illness that look like symptoms of depression yet may be indicative of
other problems or are adaptive responses to changes in their lives, sometimes both at
the same time. Sleep problems and changes in appetite may be consequences of pain,
altered body function or an expression of a body in crisis. Changes in energy may
reflect the effort required to manage the illness or its symptoms, or it may be a
symptom of the illness itself. Loss of interest in usually pleasurable activities may
reflect an acceptance of altered ability. The need to manage symptoms may result in
social isolation, which itself may have profound effects on an individual. The list goes
on. Further complicating the picture is that medications and other medical treatments
may themselves produce symptoms that look like depression. Additionally, interactions
within the medical system in which patients feel blamed for their illness, their inability
to resolve it, their inability to control symptoms and/or their sometimes persistent
search for help can undermine self confidence and induce feelings of guilt in patients.
No wonder it is, as Karen, a doctor, said, “very difficult sometimes to bring up the
subject of antidepressants in the medical office setting when someone has a chronic
disease”.
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In their conversation about depression during the dialogue, the participants
began to tease out the issues. Two of the patients, Nina and Amy, described how
helpful they have found antidepressants and psychotherapy in helping them cope with
the sometimes-overwhelming nature of their symptoms and the effects of their
illnesses on their lives. Michelle, a doctor, said that she thinks it would have been very
helpful to her sleep and concentration had she taken antidepressants when she was
being treated for breast cancer, though at the time the idea of seeing a
psychotherapist was not a fit for her. Karen, a doctor, also thought that psychotherapy
would not help her address the pain of her child’s death and Norman, a patient, found
neither antidepressants nor psychotherapy a fit for him, rather he turned to trusted
friends for support during his initial period of adjustment following his diagnosis of
multiple sclerosis. In short, each person was different in their interest in, willingness to
pursue and perception of the utility of standard treatments for depression in
addressing some of the physical and emotional challenges brought by their illnesses,
treatments and other changes in their lives.
Despite these differences, this part of the dialogue conversation was a moment
of profound connection among the participants. The clue to the source of the
connection lies in Karen’s disclosure about the death of her child. It was her first
personal disclosure of the dialogue, in fact the only information about her personal life
that she shared. What it had in common with the others who spoke about depression
was a statement of loss. Each participant’s story of depression and how they coped
was predicated on loss or anticipated loss. Use of the term “depression” to describe
their emotional states in response to their losses, in fact obscures rather than clarifies
the fundamental issues for some of them. For some of them the offer of
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psychotherapy and/or antidepressants was a welcome relief and gave them ways of
coping that relieved some of the burden of their suffering and helped them focus on
hopeful ways of coping with their illnesses and their effects. For others, the same
suggestion of psychotherapy and/or antidepressants felt like a denial of the gravity of
what they faced.
In other words, because of the potential that a diagnosis of depression holds to
render experience opaque rather than to clarify and due to its potential to
communicate blame or denial of a patient’s reality, special care must be taken when
doctors introduce the subject with patients. Precisely, though, because doctors can
help, the topic must be raised. Careful investigation of each of the symptoms, in place
of the assumption that depression is natural in chronic illness, can help determine the
most accurate clinical picture. Further conversation between doctors and patients can
clarify the nature of the problems, remove blame and guilt, address patients’ beliefs
concerning causes and appropriate responses (Wright, Watson & Bell, 1996) and open
avenues for problem solving. Sometimes patients will most appreciate a prescription for
antidepressants or a referral for therapy. Other times, the help they will most
appreciate from their doctor will be in the form of locating resources available to them
in the community. Still other times, as the participants in the dialogue discussed,
patients with chronic illnesses—whether depressed or not—look to their doctors to be
witnesses to their lives—how they manage life with illness, how they find meaning in
their lives and how they make a place for suffering in their lives. Sometimes, they just
need someone to witness their struggle.

-

Ill

Witnessing Illness
In the follow-up to the dialogue, as reported in chapter four, three
participants—two patients and one doctor—noted their reaction to learning the
seriousness of the health situation of another participant. Early in the dialogue Nina,
the youngest of the participants, informed the group that she had just placed herself
on the waiting list for a heart/lung transplant. In drawing attention to how knowledge
of her situation affected them, these participants introduced the issue of being
witnesses to illness. Witnessing the fact of Nina’s illness was difficult for them, yet Nina
found it “a comfort” to talk with the other patients and learn that some of what is
difficult for her is similarly difficult for other patients with other illnesses. One
participant was comforted while three others reported being distressed—and these
were the same three people who were most articulate about wanting someone to
witness their own lives and struggles with illness.
Weingarten clarifies the matter through her introduction of the concept of
“common shock”, an experience that results from witnessing violence or violation. She
describes illness as one form of violation that can at times engender feelings of
helplessness in both the person who is ill and those around him or her. Patients, family
members, friends, caregivers, medical professionals—everyone who comes into contact
with the person who is ill is vulnerable to common shock. A common, almost automatic
response is to emotionally distance oneself from the source of the shock, in this case
the illness of the patient, in an effort to protect oneself. However, distancing abandons
and isolates the patient, and as Weingarten demonstrates, eliminates the possibility of
healing for all involved, but its opposite—“compassionate witnessing”—can heal
(Weingarten, 2003; Weingarten and Weingarten Worthen 1 997). The same holds true
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from a remove in such situations as talking with others about the illness of a third
person, reading about experiences of illness or in some other way becoming exposed to
the illness stories of others.
The language can be confusing. Witnessing the violation of illness can cause
common shock; compassionate witnessing can heal the experience of violation. The
problem and the solution are both contained in the same word: witness. To excerpt
from Weingarten’s thorough examination of witnessing, we are all at times “unwitting
witnesses” to acts of violation both small and large in our everyday lives. At times the
violation is of others, at times ourselves. Witnessing the violation of another is in itself
a violation, one step removed, of oneself—common shock. In this instance, something
happens to us or around us and without choice on our part, we are exposed to a
violation—we witness the violation. However, when we choose to emotionally connect
with the person around the violation in a way that honors their experience and relieves
them of isolation, that is compassionate witnessing. It is the connecting and honoring
of compassionate witnessing that can heal the violation, and contribute to the
restoration of wholeness for the victim and the witness alike.
We can now understand that a person who has a chronic illness may suffer from
repeated experiences of common shock in witnessing themselves as incurably ill, in
addition to the biophysical effects of the disease and its treatments. Evidence that
expressing internal experiences of illness can have health benefits for patients (Penn,
2001; Pennebaker, 1990; Smyth, Stone, Hurewitz and Kaell, 1999), can thus be
understood as the benefit to patients of compassionate witnessing—of themselves or
by another person. Their wish to express their experiences with others, sometimes
their doctors, may be understood as a need to seek compassionate witnessing from
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others in an attempt to restore wholeness to their lives in the face of repeated
disruptions of chronic illness.
As Weingarten goes on to demonstrate, compassionate witnessing is also good
for one who experiences common shock from witnessing the violation of another. When
a witness of violation transforms their experience to one of compassionate connection
with the victim of the violation, they move into a position of agency rather than
helplessness and heal their own experience of common shock. Bad things happen in the
world and when we experience ourselves as empowered to respond to them in a healing
way, we feel better. This has important implications for many professional helpers, as
by definition they have more than the usual exposure to the violations of others and
therefore increased vulnerability to common shock.
Physicians are among a group of those who, in the course of their work, are
exposed to such violation of others and therefore to common shock, on a regular,
continuous basis. This is in addition to the everyday common shock to which we are all
vulnerable. The stories of some of the physicians in training referred to in chapter two,
most notably Peschel and a group of interns who recorded their thoughts during
internship for Robert Marion’s book (Marion, 1989; Peschel and Peschel, 1986), provide
examples of common shock among doctors. Yet, much of medical training teaches
doctors to emotionally distance from their patients by thinking of their jobs as a
scientific investigation into the disease process within a patient’s body. As Weingarten
illustrates, when doctors (and others) deal with their own common shock ineffectively,
it can manifest in a variety of harmful ways in their lives, including an increased
likelihood of passing it along to others. Patients may then have their own violation and
common shock compounded by the common shock of their doctors. Distance, highly
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effective in studying an object of scientific inquiry, can thus be harmful to both
doctors and patients, especially in situations such as chronic illness where a doctorpatient relationship extends beyond diagnosing and treating discrete acute illnesses.
Compassionate witnessing, however, can be helpful to both.
A closer look at the comments of the dialogue participants distressed by Nina’s
disclosure reveals how easy it is for a doctor to retreat into distancing—even when the
doctor is as thoughtful, compassionate and progressive as Michelle. Each of the three
participants identified in some way with Nina and they all noted her youth as a factor in
their reaction. Amy and Norman, the patients, used their own experience to
psychologically put themselves in her place—to empathize with Nina—and then
incorporate her experience back into themselves. They contextualized their reaction to
Nina by describing it in conjunction with their reaction to another participant.
Amy:
It was hard for me to hear such a young person have such tremendous
medical issues... At her age especially, I almost felt like I should reach
out to her because she's so young. I don't have any friends who have
chronic illnesses, so I feel alone. But my God, she's twenty years old.
She is really in a situation that is, I'm sure, a very lonely situation. Not a
whole lot of people are facing medical issues that are that profound...
But she was an amazing person, just absolutely amazing... I know what
the other gentleman [Norman] is facing and that hit a chord with me
because my sister is thirty-seven and they're testing her, whether she
has MS. So there was a lot of stuff going on in that room for me...
Norman:
I was very surprised at one of the participants—her disability ... and I
was kind of upset... Every one of us with a chronic disease has to face
mortality, but ... most of us are older ... they’re going to get more time,
and the thought of this young lady making it... It’s very distressing...
One of the participants, a physician [Michelle], she had a go-round with
breast cancer and she also questions her own mortality and survivorship.
And that also got to me. And I find that I’m rather a pensive person and
that’s multiplied ... I just felt for them. I have confronted it myself, more
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times than I’d like to admit, and because it’s [the circumstances of] my
life ... so I identify with them.
Michelle’s, a physician’s, reaction sounds similar. She feels “protective” where
Amy, one of the patients described above, wants “to reach out”. Michelle notes the
“life-threatening” nature of Nina’s illness and Norman, the other patient described
above, mentions “mortality”.
Michelle:
I was surprised at how protective I felt of the young woman who I
thought was the one who had the most major medical problems, and I
was worried— I became concerned about her welfare during the
conference that we had together during the dialogue... I just wanted to
protect her. I mean there she was with all these adults complaining
about their disability, and she was the one who, in fact, was, I thought,
probably truly genuinely sick with the most life-threatening— And in
that context, I just felt a little bit like I wanted to protect her
psychologically. She was pretty guarded psychologically. I thought it was
helpful for her to hear about other people's depression, because clearly
she had grappled with that.
There is a difference, though perhaps subtle, in Michelle’s way of relating to
Nina. Unlike Norman and Amy who used their identification with Nina to inform their
experience of themselves, and Amy’s resulting wish to “reach out” to Nina, Michelle
kept the focus on Nina. She moved from identification—“I just wanted to protect
her”—to evaluation—“She was pretty guarded psychologically”—and then went on to
comment about her idea of what was useful about the dialogue for Nina, a further
evaluation. Where Amy and Norman began and ended with interpersonal connection,
Michelle moved from interpersonal connection to judgment. Using her learned skills for
responding as a witness to illness, Michelle ended with an assumption of need on Nina’s
part—a diagnosis of Nina’s emotional state.
In fact, Nina did not need to be protected, but she did need to witness others
and be witnessed herself. In so doing she established healing connections between
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herself and others in the group. This example highlights a challenge for doctors who
must at times evaluate and diagnose—we want our doctors to exercise those skills
when we seek medical care—and for whom that process can create distance between
their patients and themselves, which if maintained over time can be detrimental to
doctors, patients and their doctor-patient relationship. How can doctors balance the
sometimes-shifting need to diagnose, problem-solve and be compassionate witnesses?

Focus On Doctors
Primary care doctors work long, difficult hours in a system that disempowers
them and reimburses them poorly in relation to other professionals in the healthcare
field and in relation to doctors of recent previous generations. In a changing social
environment, they are not accorded the esteem that recent previous generations of
doctors were. With advances in the diagnosis and treatment of infectious and acute
diseases, a higher percentage of their time is spent caring for the chronically ill. Yet,
medical education has not kept pace with these changes and doctors continue to be
trained predominately in diagnosis and treatment of acute illness. They therefore do a
large percentage of work for which they are inadequately trained. In this context of
inadequate preparation and lack of support, doctors are exposed to the disruption of
illness, including life-threatening and chronic illnesses in their patients, on a regular
basis. They are vulnerable to common shock for which they are often unaware of
effective responses. All of these factors together set the stage for primary care
doctors to be dissatisfied and frustrated in their work and unhappy in their lives in
general (P. Kothari, personal communication, December 1, 2005; Seaburn, et al.,
1996). This dissatisfaction can be communicated to their patients and their poorly
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managed common shock can be transmitted to them, compounding the difficulties of
chronic illness for patients.
Given an opportunity to talk with patients about chronic illness, the doctor
participants saw the dialogue as an opportunity to learn from the patients how to
better understand their own patients with chronic illnesses and better meet their
needs. The patients largely used the opportunity to educate the doctors. However,
there was very little inquiry beyond the opening questions, into the lives and
experiences of the doctors. Where doctors did share information about themselves, it
was mostly in the context of addressing issues related to patient care, for example
Karen’s and Janice’s explanations of how little training doctors have in dealing with
chronic illness.
In her follow-up interview, Michelle spoke about the tight boundaries doctors
keep, a possible explanation for this dynamic.
I thought the doctors were very cautious in talking about the difficulty
of taking care of patients with chronic illness... there was a protection
and p.c.-ness to the whole conversation, and I don't think the doctors
there were totally open about how really unpleasant it is to take care of
patients with chronic illness... There's a lot of anger against physicians—
now, more than ever. So, I think everybody is kind of defensive about it.
All doctors are somewhat on the defensive these days. They've fallen
from grace in society, and in patients' eyes. And therefore, I think it's
uncomfortable— Also, you don't discuss these things except with one
another. There's a fraternal kind of understanding ... that you don't
share with the public... I think it's impossible to get at it... I don't think
it can be comfortably discussed [among doctors and non-doctors].
At the same time that Michelle outlined her perception of the limited nature of
what the doctor participants in the dialogue felt free to discuss, she was also the only
doctor to mention the importance for the doctors of having a chance to speak about
their experiences working with people with chronic illnesses in addition to hearing the
experiences of the patients. “The most important [topics discussed during the
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dialogue] were the ways in which doctors feel they cannot comfortably take care of
people who have incurable problems—progressive, incurable problems; the failures in
the way that we take care of them; and dealing with the whole disconnect between
wanting to make people better and not being able to... That's what I do all day long.”
Addressing another angle from which to consider the tight boundaries doctors
maintain, Janice noted in her pre-dialogue interview how being known to others as a
doctor limits her as a human being. Just as patients are more complete human beings
than their patient identities can portray, so too for doctors and their doctor identities.
I’ve certainly felt stereotyped as a physician by non-physicians... When I
enter a social situation where I don’t know people, I am conscious of
trying to avoid having people find out that I am a doctor. If this is the
first thing people know about me, it will generally be the only thing they
try to find out and I will then be categorized by whatever their
preconceived notions are of what that means. Then it would be very
hard to get out of that box. Whereas if they have a sense of me as a
person before they find that out, they are then usually startled to find
that out—which I find interesting. And then, it becomes just another
fact about me rather than the only fact... I have, in social situations,
been treated as though I were being blamed for whatever the perceived
shortcomings were of the healthcare system, as if I could personally fix
it...
We begin to get a picture of complex boundary issues for doctors in which they
feel the need to protect themselves from the vulnerability of exposure to the
disruption that illness brings to the lives of their patients, the anger some of their
patients express when their expectations for medical care cannot be met and personal
blame for problems in the healthcare system. In the service of this protection, they
maintain a tightly held fraternal agreement to prevent patients from knowing how they
really feel about taking care of those with chronic illnesses. On the flip side, outside
their work lives they may find it difficult to be known more fully than their doctor
identities. How ironic that patients may be looking for an opportunity to express the
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effects of illness in their lives with doctors who themselves may be experiencing
constraints to their own expression of experience.
Perhaps this is a helpful perspective from which to reconsider the difficulties
two of the doctors had in the dialogue when they did not know the diagnoses of two of
the patients. The patients were describing experience, inviting emotional connection,
but these two doctors wanted a framework that had the potential to explain the
experience for them, to give them a way of holding the experience and relating to it
that would require cognitive but not emotional connection. One of these doctors
waited until nearly the end of the dialogue to share personal information herself. When
she did, the information was presented as an unelaborated fact, more a poignant
illustration of an idea than an invitation for connection around experience.
We saw early in the dialogue that “doctor” does not equal “not patient” and
that for some doctors, close connection to chronic illness through their own experience
or that of close family members helped them understand better what illness is like for
patients and what patients need from their doctors. In other words, they were able to
use connection to their own life experience to inform their practice of medicine
(Candib, 2004). The most recently trained of the doctors, Laila, who has no personal or
close family experience of illness, seemed willing to open herself to her patients’
experiences and to find connections with her patients that she values: “Sometimes,
taking care of people, you think that it’s only about doing, but I think we get a lot of
the important life enriching experiences taking care of people with chronic illness in
particular, because you end up seeing them more often and they become a part of
you.” In the course of the dialogue she understood that a doctor’s empathy is helpful
to chronically ill patients. “I’ll remember when I’m sitting in the office to inquire more
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and to just try to feel what the individual is feeling.” She was the only doctor to speak
about empathy, pointing to the question of whether a more comprehensive
understanding of patients’ needs is working its way into medical education or whether
she has a particularly sensitive understanding of her role as a doctor, something the
other doctors in the group described as having to develop on their own, sometimes
through their own illness experiences.
Doctors, as all professionals, need to maintain certain interpersonal boundaries
with their patients (Roberts, 2005). Perhaps, though, it is time to rethink how doctors
approach this issue. With a growing awareness that chronic illness care involves more
than proper disease management and with the concept of common shock, perhaps
there is a way for doctors to learn to be more fluid with their boundaries so as to move
more effectively among investigative (diagnostic), problem solving, and compassionate
witnessing positions with their patients and themselves. Such fluidity has the potential
to lead to more enriching relationships for both patients and doctors, a practice of
medicine that is more effective and therefore more satisfying for both and a practice
that incorporates a truly human form of healing (Charon, 2001).

Implications For Patients And Doctors/Implications For Chronic Illness Care
For the patients in this study, models of medical care based on acute illness do
not adequately account for what they need from their doctors. It is left to individual
doctors to develop models for effective doctor-patient interaction when diagnosis does
not lead to effective treatments and especially when it can lead to stereotyping and
stigma. Stereotyping, stigma and familiar patterns of organizing information limited
connection among some of the participants. Depression appeared to be a common
experience among dialogue participants who have suffered major life altering life events
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including chronic illness, life threatening illness and untimely death of a close family
member. It is, however, unclear to what extent the term “depression” denotes a clearly
defined diagnosis and to what extent it is used as a catch all term to describe a variety
of emotional and biophysical upsets.
Hearing the illness stories, stories of providing help and dilemmas of the other
participants had a range of effects on individuals. Most found each other’s stories
interesting and thought provoking. Some found that they learned a great deal and
others were reminded of prior learning. There were stories that inspired emotional
connection, validation, relief from aloneness and a desire to “reach out”. There were
also stories that triggered distress.
Doctor participants found ways to communicate interest in the patient
participants and a deep caring about the issues related to chronic illness. They shared
gaps in their training related to chronic illness and some of their personal efforts to fill
those gaps. The patient participants felt the doctors’ desire to learn and their
commitment to their work.
With a few exceptions, the doctor participants revealed little about themselves
and may have carefully limited what they spoke about in relation to chronic illness.
They did not talk about the place in their lives of being doctors, what it is like for them
or the effect of their work on the rest of their lives. Neither did they speak about what
they need to sustain them in their work.
A number of interesting, indeed compelling, issues were raised in this study, yet
with a small sample size, it is unclear to what extent these results may or may not
generalize to a wider population. They do point to broad areas for further investigation
that could have far-reaching implications for improving chronic illness care and in the
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process enhanced quality of life for patients and doctors alike. These areas include: The
needs of both patients and doctors in addressing chronic illness, diagnosis and the
diagnostic process, interpersonal skills of doctors, and doctors’ needs for self-care.
Several questions for further study present themselves within each of these areas.

The Needs of Both Patients and Doctors in Addressing Chronic Illness
Both patients and doctors must, in the course of confronting chronic illness,
learn to manage uncertainty and limitations. They do so within or in opposition to
cultural myths about health, illness, doctoring and what it means to be a patient. How
do doctors and patients learn to manage uncertainty and limitations? How can they
find opportunity within uncertainty and limitations without denying the challenges that
accompany them? What might one learn from the other about these processes? How
do doctors and patients relate to cultural myths about health, illness, doctoring and
being a patient? What beliefs and attitudes do they carry with them to empower them
in relation to these myths? What do patients and doctors need to meet the challenges
and what can each offer the other in this process?

Diagnosis and the Diagnostic Process
Diagnosis, the diagnostic process and assumptions inherent in diagnostic labels
both open and limit possibilities for patients and doctors alike. How does this play out
for doctors and for patients? What sorts of framing beliefs and attitudes can be
cultivated to support diagnosis as a process that opens possibilities and minimize the
ways that it limits possibilities? What accompanying practices can balance diagnosis
with other ways of thinking about patients and their illnesses?
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Interpersonal Skills of Doctors
We have seen that patients with chronic illnesses call upon their doctors to
diagnose their diseases; problem solve treatments, management strategies and coping
methods; and witness the impacts of illness on their lives and relationships. What
interpersonal skills do doctors need to negotiate each of these domains and transition
among them? What will be the influence of enhancing doctors’ interpersonal skills on
patients’ and doctors’ satisfaction with their doctor-patient relationships?

Doctors’ Needs for Self-Care
In what ways do doctors provide for self-care in relation to their work with
chronically ill patients? What assumptions do they hold about success in relation to
chronic illness? What assumptions to they hold about protection of self and patients?
How might examination of these assumptions in view of the concept of common shock
open space for doctors and patients to work with chronic illness in more satisfying
ways? How can doctors reconnect with what is most meaningful about being a doctor
and how that expresses who they are as people? How does the way they manage their
work lives impact on the rest of their lives? What practices can they bring to their work
lives to make it more satisfying and life-enhancing?2
Framing the questions for investigation in a way that connects patients and
doctors around the task of addressing chronic illness can help keep the focus on illness
as the problem and avoid the trap of mutual blame.

2 Thank you to Hilary Worthen and Judy Davis for help in developing some of these
ideas.
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A_Ro!e For Family Therapists In Relation To Chronic Illness
There are today family therapists who work within medical settings training doctors
and other medical staff, providing consultation to medical teams and to patientprovider groupings and training therapists for work with medical issues. Of course there
are numerous family therapists who work with individuals, couples and families
concerned with medical issues. The idea, then, of bringing a relational and contextual
perspective, informed by a resource orientation, to chronic illness care is not new. It
can, however, be expanded. Perhaps now, as the field of medicine is re-evaluating itself
and seeking change, family therapists will find an opportunity to:
•
•

•
•
•
•

Bring the voices of patients and doctors to greater public awareness
Become more involved in developing medical education and continuing medical
education programs that address chronic illness from the perspectives of both
patients and doctors—in relational and contextually informed ways
Develop patient education materials that are relationship and context sensitive
Contribute to the development of expanded support programs for doctors
Expand support programs for patients and their families
Take a more active role in shaping research questions with a frame that
supports healing relationships

Voices of Patients and Doctors
Chronic illness is one of those facts of life that are all around us, yet somehow
invisible. Like death and dying before the 1970s, drug and alcohol addiction before the
1980s and physical and sexual abuse before the 1990s, our cultural mythology
prevents us from knowing what we know, seeing what we see and acknowledging a
reality that we know to be true. Though many have made stories of illness available to
the public, they are somehow often seen as “other”—outside the mainstream of
ordinary life. Like the issues listed above, chronic illness is a widespread social issue.
Like the issues listed above, chronic illness and those affected by it—which will
eventually include most of us at some point in our lives—needs advocates. We need a
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group of people who can bring the voices of patients and doctors into greater public
awareness, remove the stigma and shame associated with living in an imperfect body
and make our workplaces, communities and homes more accepting of the need to
accommodate illness in our lives.
Family therapists are uniquely suited as advocates, as the values that underlie
our theories and practices orient us toward support for and positive expectation of
change with an appreciation of contextual factors. Family therapists can help patients
and doctors tell their stories, highlighting the resourcefulness of each and framing
them as partners in confronting chronic illness and shaping meaningful lives alongside
it. As the public focus begins to shift from what is wrong with the medical system to
how it is beginning to improve, success stories of doctors and patients, in which those
involved define success, can begin to reshape public expectations about chronic illness.
Through print publications, seminars, workshops and various media outlets, including
the Internet, public attention can be brought to chronic illness and the voices of
patients and doctors.

Medical Education and Continuing Medical Education
There are some basic family therapy ideas, attitudes and practices that could
change the face of medicine if incorporated into medical education and practice.
Thinking about patients in the contexts of their social relationships and the socio¬
cultural influences of their lives would help doctors understand some of the ways that
illness impacts patients and where there may be both possibilities and constraints in
how patients address their illnesses. Understanding patients’ attempts to manage their
illnesses and their healthcare from a resource orientation aligns doctors with patients in
the task of managing illness. Learning about the meanings patients attribute to
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symptoms, particular illnesses and to illness in general and their beliefs about healing
provides a further level of awareness of patients’ relationships to their illnesses and the
place of the illnesses in a patient’s life.
Medicine, like family therapy, is a healing relationship and despite the availability
of medications, surgeries and various other medical interventions, one of the primary
resources available to doctors and helpful to their patients is their educated and skilled
“use of self” in relation to their patients. Resource oriented relationship skills and useof-self skills can help doctors learn to position themselves flexibly in relation to patients
regarding diagnosis, problem solving and compassionate witnessing. Through the same
skills they can reconnect or stay connected to what is most meaningful to them about
doctoring. As with psychotherapies, physician training can include explicit components
that address the need for self care in relation to common shock. Training in relationship
and use-of-self skills can include the concept of compassionate witnessing and how
compassionate witnessing of patients is ultimately also healing for doctors.
Some of these ideas, attitudes and practices already have a place in some
medical circles, especially family medicine. Further family therapist involvement in
medical education and continuing medical education programs that address chronic
illness from the perspectives of both patients and doctors—in relational and
contextually informed ways—can help disseminate these ideas, attitudes and practices
more widely in medical communities.

Patient Education
In many settings, patients receive “patient education materials” that address
specific diseases, wellness and prevention practices, medical office practices and
policies, hospital policies and practices, and discharge information—home care and
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follow-up instructions. Included among some of these, is advice about working with
doctors. Family therapist involvement in developing materials like these can bring a
greater relationship and context sensibility to them.

Support for Doctors
Continuing education programs for doctors most often focus on updating
doctors’ knowledge base in content areas related to specific diseases, practice
management and compliance with federally mandated programs such as those related
to safety regarding communicable diseases and patient privacy. It does not make sense
that doctors can spend their entire professional lives being available to give to others
without some form of support for themselves. Family therapists can contribute the to
the development of expanded support programs that help doctors stay connected to
what is—or could be—most rewarding for them about their work. Dialogues for doctors
and other people working in the medical system may have potential for increasing such
connections.

Support for Patients
There are many support programs for patients, families and caregivers from self
help groups related to particular diseases, to wellness programs, smoking cessation
programs, weight loss programs, and multi-family groups for patients with chronic
illnesses—to name a few. Most require the participants to meet with others in a public
or semi-public location. Chronically ill people who are isolated in their homes may
benefit from development of outreach programs to help connect them to an expanded
social world. Family therapists can assist in the development of such programs with
special attention to the social and mental health needs that isolation from the ongoing
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flow of social interaction can bring. Existing outreach models can be adapted and
enhanced, augmented by the Internet as a tool for social connection.

Research
As is evident from this study, research questions that are informed by
awareness of context and interpersonal awareness can lead to results that emphasize
support for healing relationships. With such awareness, a more active role for family
therapists in shaping research questions related to healthcare policy and practices can
inform changes that have potential to benefit everyone connected to the medical
system.
Much careful thought on the part of many individuals and groups has gone into
the growing movement toward health system change. It would be interesting to
conduct a dialogue among individuals who have central roles in shaping the changes on
the horizon. Participating in a dialogue about key issues related to healthcare would
invite them to grapple with these issues from experience-near positions rather than
their usual preference for facts supported by “objective” evidence. One might wonder
what sort of new or different information would become available through such a
process.

Reflections on the Research Design
The dialogue as a research tool was an intense and demanding process. The
preparatory work including recruitment and preparation of participants, recruitment
and preparation of the facilitators and design of the dialogue protocol with three
opening questions was crucial for the dialogue to play out successfully. Most of this
work seemed largely invisible to the participants. They credited the facilitators with
creating a safe and respectful environment for the dialogue, which of course they did,
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but did not recognize the role of the early contacts and pre-dialogue interviews in
laying the foundations and setting expectations. It also seemed as if the follow-ups—
the interview and questionnaire—were not especially helpful to the participants. For
them, the dialogue was the important component and everything else was secondary.
In fact, though I was curious and interested in the follow-up information, it felt anticlimactic to me as well. This was perhaps due to the intensity of the dialogue and the
built-in impossibility of creating something following it that could begin to match it.
That said, it is a measure of successful implementation that the components of the
research design fit together as well as they did and that the supporting and evaluative
processes did not detract from the dialogue.
One of the questions from the outset was how the transition to having the
facilitators in charge of the dialogue would work. At the time, PCP was having their
facilitators do the pre-dialogue interviewing to begin to establish rapport between the
participants and the facilitators. It was a departure in this study for a researcher to do
the interviewing and begin to establish relationships with the participants, then ask
them to, in effect, transfer the trust they had developed with me onto the facilitators
for the dialogue, and once again process the experience and create closure with the
researcher. The facilitators and I developed the idea that they would act as “hosts” for
the supper immediately prior to the dialogue to effect the transition. Asked about this
in the follow-up interviews, it was a complete non-issue for the participants. They all
felt that the transitions were seamless and seemed surprised by my attention to the
matter. Though the facilitators also felt that the transitioning worked well, I wonder
whether there might have been some advantage to their becoming acquainted with the
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participants through the pre-dialogue interviews, or alternatively, whether there might
have been some advantage to having the researcher serve as one of the facilitators.
As a research tool, the dialogue worked well to highlight numerous important
topics and explore a few of them in more depth. The give and take between the
doctors and patients created a sort of synergy that shaped the flow of the
conversation and brought in processes and topic areas that were not addressed
directly among the participants—such as diagnosis and witnessing illness. This provided
an opportunity to expand the inquiry beyond what would likely have been possible in
individual interviews or groups of all patients or all doctors. It also provided an
opportunity for participants to listen in on conversations that may not have come up
except in a mixed group of doctors and patients. For example, the conversation about
information sharing that took place largely between one patient and one doctor
became a learning experience for the other participants, as did the conversation about
acute versus non-acute, also largely revolving around one patient. Being able to
“teach” the “others” was another important component of having a mixed group. Both
patients and doctors emphasized the value to them of being able to say and hear
things they do not usually talk about in a clinical setting. Both also commented about
how this sort of learning generalized outside the dialogue room and influenced their
thoughts and feelings about their own doctors or their own patients.
The dialogue process, including preparation and follow-up, appears at first to be
extremely inefficient. Each participant gave approximately four and a half to five and a
half hours of his or her time to the project. It seems like a huge investment in one twohour conversation. If, however, the learnings were sustained beyond the eleven-week
follow-up, one would have to reconsider the question of efficiency. It would be difficult
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to imagine another kind of educational experience that would produce long lasting
results in so short a time period.
One of the open questions in this regard is the influence of the sense of
interpersonal connection and emotional intensity of the dialogue on the learning
process of the participants. The information the doctors shared about their lack of
training and preparation to work with people with chronic illnesses may not be readily
available to patients, however much of the information provided by the patients is
common knowledge. It is well known that “patients want more time with their doctors”
and want to discuss “non-medical” matters with them. What was it about this particular
learning environment that supported the doctors in learning the importance this holds
for patients and how it actually benefits their medical care and enhances their sense of
well being? What supported the patients in learning that doctors do care about their
patients and the problems of chronic illness? Can the same learning be accomplished
without fostering the interpersonal connection and level of emotional intensity seen in
the dialogue?
As a clinical intervention, it seems that the dialogue influenced the patients
more than the doctors. The process supported more of a shift in position for them in
relation to doctors and by extension, the larger medical system, than it did for the
doctors in relation to patients. This may have been due to greater openness on the
part of the patients. On the other hand, it must have been a welcome relief for the
doctors to spend two hours discussing the hot topic of doctor-patient relationships in
chronic illness with courteous, respectful and appreciative patients. This, when two
doctors voiced concerns in their pre-dialogue interviews about the vulnerability to
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criticism and blame that they have become accustomed to hearing directed toward
doctors from patients.
The participants did, however, feel some of the limitations of the dialogue
method. One of the doctors, Karen, thought the question and answer format was
contrived and felt artificial. She found the time keeping “silly”, though she recognized
the need for some means of allocating talk time equitably among all of the participants.
Some of the participants would have liked concrete attempts at addressing problems in
the medical system, things they identified in the dialogue, to be the next steps. That
the dialogue ended simply with an exchange of ideas may have left them less than
completely satisfied. Karen also noted how much time the dialogue process took and
said that she would have preferred to spend that amount of time with her own
patients, though she acknowledged that that would not happen. The dialogue did not
help the patients see doctors “without their white coats”. It did humanize them, but it
kept them firmly in their doctor roles. One can wonder to what extent establishing a
dialogue between “patients” and “doctors” may have limited the participants to
particular roles and whether talking to each other as “people” rather than talking to
each other as doctors and patients would have significantly changed the experience in
any way.
The dialogue was intended as a one-time meeting. Several of the participants
noted how quickly this group of strangers began to feel connected to each other and
to talk about personal aspects of their lives. Most were surprised by how early in the
dialogue this happened and did not connect it to the structure of the dialogue or the
groundwork that had been set in place through the interviews and other pre-dialogue
contacts. Given the wealth of information generated by the dialogue, it would be
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interesting to learn what additional or different information might have become
available had the group continued to meet either for several additional meetings or on
a more ongoing basis.
If I were to do a similar dialogue another time, I would keep many aspects of it
the same, change several, and experiment with several modifications. Those that I
would change or experiment with are as follows:
•
•
•
•

•

•

•
•
•
•

•
•
•
•
•
•

Try to abbreviate the interviews, especially the follow-up.
Keep the follow-up more focused on the content of the dialogue and less on the
details of how the process worked for the participants.
Experiment with doing the interviews in person.
Have a facilitator-researcher team in which both people interview, facilitate and
evaluate. (There may have been things lost to the research process in this
study with the researcher at a remove from the dialogue.)
Leave more space in the interviews to follow-up on interesting comments; also
leave open the option of coming back to the participants at a later time to
clarify things they said in the interviews. It would be easier to do both of these
if the interviews were shorter and in person.
Possibly encourage the participants to speak in ordinary language rather than
medical language to counter the inherent hierarchy in conversations between
doctors and patients.
Use the same opening questions; possibly suggest that they either be answered
directly or used as jumping off points to make other comments.
Modify the closing questions to include another option of commenting in any
way that would be helpful to the speaker.
Have six rather than eight participants to leave more time for responses to
questions. (This is in keeping with PCP’s recommendation.)
Experiment with a less rigid structure that could allow for more give and take
among the participants rather than being limited to questions and answers. I am
not sure if this rigid structure is really necessary when not dealing with hot
polarized topics.
Experiment with dialogues of only doctors and only patients to learn in what
ways they may be similar to or different from mixed dialogues.
Experiment with dialogues among others in the healthcare system as well as
families and caregivers of patients.
Conduct dialogues among work groups in the healthcare system to help
sensitize them to the needs and concerns of their patients.
Leave more unstructured time in the beginning of the follow-up interview to
allow for more spontaneous impressions of the participants.
Experiment with doing the same with the pre-dialogue interview and compare
with keeping it quite structured as a teaching tool.
Have some kind of extended follow-up to learn about any lasting effects of
participating in a dialogue.
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Additionally, some of the doctor participants asked for copies of the questions
ahead of time or prior information about the other participants. I would experiment
with how to do this and still leave room for spontaneity with the questions,
unrehearsed answers, a genuine meeting among the participants without preconceived
judgments. These are interesting requests that may reflect a valuing of being prepared
with responses in medical training. However, it is also interesting to note that every
day in their work, doctors ask patients to respond to questions spontaneously.
Promising confidentiality to the patient participants was not difficult, but I did not
understand at the outset how difficult this would be in relation to the doctor
participants. Even in a large urban area, professional networks can be closely
interwoven and it is difficult to gather a group of unacquainted doctors. This places an
additional burden of vulnerability on doctor participants who traditionally resist thinking
about their own vulnerabilities regarding health. In future dialogues it would be
important to address with doctors their willingness to see themselves as vulnerable and
share that vulnerability with other people, including colleagues. There may need to be
special supports put into place for doctors for whom opening up their vulnerability
might be an issue. This might be done in conjunction with an educational component
about the benefits to both patients and doctors of flexible positioning and empathic
connections.
This was a very exciting study to be a part of. Throughout, I had a feeling of being
involved in something novel with unknown potential. Yet, the research design was
difficult for me to work with as a sole researcher. Trying to find the balance between
providing structure and direction for the participants and facilitators, and leaving open
space for what they would contribute may have been easier to negotiate in a team of
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co-researchers, especially in working with a topic so close to my own life. A co¬
investigator would also have provided balance during the recruitment phase when
trying to locate doctors willing to participate became far more challenging than I
anticipated and it was unclear whether or not the dialogue would actually take place.
As several of the participants discussed, it was heartening and validating to hear ideas
and experiences that I have thought much about, spoken by others—both patients and
doctors. It was also very distressing—in fact, shocking—to hear the intensity of
emotional expression used by a doctor in a follow up interview when she spoke about
working with patients who have my particular health problems. On the basis of a
stereotype of people with this problem that she described unquestioningly as fact, she
related how difficult and unpleasant it is for doctors to work with “these patients”. I
had to work hard to stay in my researcher role and continue to inquire about her
experiences and points of view when what felt most natural would have been to
register my objection to her stereotype. This is yet another instance where a co¬
researcher would have been helpful. It was ultimately very gratifying to do this work. I
felt like something important took place in the dialogue that made a difference to the
lives and work of a small group of people.

Summary
In our age of tremendous advances in prevention, diagnosis and treatment of
acute and infectious diseases, chronic illness has become a matter of greater concern
than ever before. Absent models that comprehensively address the needs of patients
with various chronic illnesses, doctors and patients are left to find their own way—this
in a climate of worsening work conditions and decreasing support for doctors. New
initiatives for change have identified some of the problems while key areas have been
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neglected. Recognizing the frustration of both doctors and patients and identifying
within the frustration an opening for change, this study was an opportunity for a small
group of patients with chronic illnesses and primary care doctors to participate in a
structured facilitated dialogue to explore areas of interest and concern to them.
Bringing doctors and patients together focused the participants’ attention on
doctor-patient relationships in chronic illness and identified five major areas of interest
and concern: acute versus chronic illness, diagnosis, depression in chronic illness,
witnessing illness and doctors and chronic illness. Through exploration of these topics
four areas for future research were identified and framed in resource oriented,
relationship and contextually aware terms: the needs of both patients and doctors in
addressing chronic illness, diagnosis and the diagnostic process, interpersonal skills of
doctors, and doctors’ needs for self-care.
Family therapists can bring a resource orientation and relational and context
sensitive sensibility to the changing healthcare environment in the domains of: public
awareness of the voices of patients and doctors, medical education and continuing
medical education, patient education, support programs for doctors, expanded support
and outreach programs for patients and their families, and shaping research questions
to support healing relationships.
As a result of the way the dialogue positioned doctors and patients together as
allies in addressing changes needed for improving approaches to chronic illness,
previously under recognized connections between better meeting the needs of doctors
and better care for patients were brought forward. Further, addressing the concerns of
each in relation to the concerns of the other highlighted connections between patients
and doctors as a resource for inquiry into issues that matter to them both—and to
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everyone connected to them. Constructing the dialogue as an opportunity for doctors
and patients to go beyond learning from each other and to connect through witnessing
each other was itself healing for some of the dialogue participants. As one participant—
a patient—said about having been a part of the dialogue, “I really felt good when I left
there. I felt hopeful...”

0
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APPENDICES

A: PARTICIPANT SEARCH LETTER

As part of my doctoral dissertation in psychology, I am seeking a small number of
people to participate in a facilitated dialogue about healthcare. The goal of the study is
to create an opportunity for people regularly involved in the healthcare system to talk
together and share ideas about what is important to quality healthcare for people with
chronic or difficult to diagnose illnesses. I hope that bringing such a conversation
outside the clinical setting will enable participants to elaborate beliefs and ideas that
may be constrained in a clinical context.
Participants:
The study requires four to five primary care physicians and four to five people with
chronic or difficult to diagnose illnesses, all of whom are interested in talking with other
people about these matters and who are willing to participate in an open sharing of
ideas. There will be a screening process to ensure that the doctors and patients who
participate have not worked together in a doctor-patient relationship.
Time:
The central feature of the study will be a one-time facilitated dialogue, planned to take
place during a weekday evening. Participants will also be asked to respond to a
telephone interview prior to the dialogue, a phone interview two weeks following the
dialogue and to complete a brief questionnaire approximately six to eight weeks later.
Those who are interested will be welcome to contribute ideas to the development and
assessment of the entire process.
Those who would like to participate or who have further questions may contact me,
Georgene Lockerman, at [telephone number and e-mail address].
Thanks very much for your help with this.
Georgi Lockerman

B: PRELIMINARY INTERVIEW

Orienting Ideas

Confirm date of dialogue

What to expect in this conversation:
Everything will be confidential. In a few minutes I’ll start taping and I’ll let you know
before I turn on the machine. The tape will be transcribed for me by a professional
transcription service, but only your first name and no other specific identifying
information will be on the tape. I’ll then use information from all of the interviews to
write the questions for the dialogue and in the written report of my dissertation I’ll use
some quotes from these interviews to illustrate how the dialogue grows out of the
interviews. Whenever I use quotes they will either be anonymous or I’ll identify the
participant by a pseudonym. We’ll have a chance to come back to this at the end of
the interview. Do you agree to recording the interview and my using the information
from it in this way?
I’d like to ask that we use the “pass rule” for this interview. That means that if I ask
anything that you would prefer not to answer, you simply say “pass” and no
explanation will be necessary. That way we both can know that whenever you do
answer questions, you are doing so freely. Will that be okay with you?
The interview itself will have several parts:
Part 1: Background for the study
Part 2: Goals for the interview
Turn on tape and begin recording
Part 3: Background information from you
Part 4: Questions to prepare for the dialogue
Part 5: What to expect the evening of the dialogue
Part 6: Closing
Questions?

Background for the study
History and purpose: My doctoral dissertation for UMass, Amherst where I’m a
psychology student in the School of Education. I developed the idea for a dialogue
between people with chronic illnesses and primary care physicians when I, myself, was
recovering from a serious exacerbation of a chronic illness. I was heavily involved with
the medical system at the time and began to wonder about the unspoken beliefs of
doctors and others working in the medical system, as well as patients, that informed
the relationships and interactions between us. I thought a lot about what it means to
be a patient or a doctor. Clearly, we were all very deeply involved in day-to-day issues
about chronic illness, but from differing perspectives. So, I began to wonder what it
would be like if patients and doctors were to sit down together and talk about
healthcare and chronic illness as people who, from different perspectives, have a lot of
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experience in those areas. But, I wanted it to be a conversation in which the focus
would be on the ideas of the participants, based on their own experiences, rather than
on the immediate health needs of a particular patient. As my thinking developed, I
envisioned a process in which people could share what they have learned from their
own experiences in a way that might allow some as yet unexpressed ideas to be
brought forth and later used in ways not yet imagined.
The idea seemed compatible with a model for dialogue developed by a group called the
Public Conversations Project (PCP), in which they bring together people with different
views about a particular issue and help them to talk together about the issue in new
and different ways. While some doctors and patients undoubtedly have different views
about healthcare and chronic illness, there are others who have ideas very much in
common but whose daily lives position them differently in relation to those ideas. I
thought it would be interesting to see whether the model used by the PCP would be
useful in a context in which the defined difference among the participants would be on
their roles in relation to the focal issue and not necessarily their ideas about it.
For the study, I have gathered together a group of several people with chronic
illnesses, several primary care physicians and two people to facilitate the dialogue. One
of the facilitators is an experienced physician and the other is involved in healthcare in
a different way. My role in the process is to work with everyone involved to prepare for
the dialogue, oversee the logistics of it, and follow up with everyone afterwards. Then
I’ll be responsible for creating a document, in the form of my dissertation, that will
describe all of what will have taken place from concept to completion.
Questions so far?

Goals for the interview
My goals for these pre-dialogue interviews are to learn about each of the participants in
relation to the issues of healthcare and chronic illness and learn some of your ideas for
the dialogue and your participation. I also hope it will serve as a sort of orientation to
the dialogue process itself.
When all of these interviews are completed, I’ll try to incorporate what you as a group
have told me into a protocol of questions that will be asked at the dialogue, so that at
least in some way, the questions asked then will be a reflection of the group’s
interests.

Background information from you
Name

DOB

Mailing address for confirmation letter, informed consent form and directions to the
dialogue location in Watertown.
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Phone number where you can receive a message in case there is a last minute change
in plans for the dialogue
Preferred contact

Doctor-patient dyad screening
I’m going to read a list of names of other people who might also participate in the
dialogue. Please let me know if you are acquainted with any of them and what the
nature of your relationship is. The purpose of this is to try to screen out doctor-patient
dyads and to make sure that everyone will be comfortable speaking freely at the
dialogue.

Ask for permission to tape and turn on machine:

Background
What would it be helpful for me to know about your current life circumstances and
your relationship to matters of healthcare and/or chronic illness? Anything else?
How are you involved with healthcare and/or chronic illness?
How have you been affected by it?
What’s happened for you personally that has been constructive and you would like to
see continued?
What’s happened for you personally that has not been constructive and you would like
to see avoided?
What have you learned through this about healthcare and chronic illness, about working
with these issues, about yourself, about others?
Have you ever felt stereotyped or dismissed by those who differ from you on these
issues? If so, how? When? By whom?
What was the result?
How have you been personally or professionally affected by the way differences about
healthcare and chronic illness are discussed and/or addressed?
Have you experienced or do you know about conversations or approaches to healthcare
and chronic illness that have been especially constructive?
What do you think made these conversations or approaches possible?
What part did you play in it?
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Who else helped to bring this about and what part did they play in it?
What wishes or hopes do you have for how doctors and patients might work with
chronic illnesses in the future? (How might a desired future look?)

Hopes and concerns for the dialogue
What could happen during this dialogue that would lead you to feel your decision to
participate had been worthwhile?
What could happen following the dialogue that could lead you to be glad you had been
part of it?
What “ripple effects” would you hope these conversations might set in motion?
What could happen or fail to happen during the dialogue that would lead you to regret
you had agreed to participate?
What could happen or not happen following the dialogue that would lead you to feel
that your participation had not been worthwhile?
What “ripple effects” would you least hope would flow from the conversation?
Are there other concerns, mixed feelings, or fears that you will bring with you that it
would be useful for me and/or the facilitators to be aware of?
Is there anything about your ongoing relationship with any of the other participants,
either of the facilitators, either of my assistants or myself that might constrain your
speaking candidly?
How might this express itself in your conversation?
What could help?
What most interests you about the idea of talking with other doctors/people with
chronic illnesses and people with chronic illnesses/doctors in this way?
In what way does the idea of such a dialogue address something important to you?
What do you hope to contribute to the dialogue?
What would most help you to be able to do that?
What kind of preparation beforehand will be most helpful toward achieving your goals
for yourself at the dialogue?
How can I or the facilitators help you toward your goals?
Have you had conversations like this before?
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(Given what you’ve learned about yourself from that/those experiences,) what in
yourself would you want to personally restrain or bring forward in order to participate
in this dialogue with your “best self”?
What would help?
What are your thoughts about the scope of the conversation? For example, a tight
focus on chronic illness might be desirable if the group is to have direction, while a
broader consideration of healthcare in general might include important issues that
might otherwise be left out.
If the group could only consider two or three questions or issues, which ones do you
think could be most likely to lead to a satisfying conversation?

i

What else do you most want either me, as dialogue planner, or the facilitators to keep
in mind?

I

Dialogue process
We will ask all of you to observe some communication agreements. Do you have some
suggestions as to what they should include? (Some people suggest using the “pass
rule” or asking that people allow others to complete their comments without
interruption or the participants maintain confidentiality regarding the dialogue.)
What do you think the participants in this dialogue are likely to share?
How could what is shared become a resource for addressing different perspectives?
What do you perceive to be the major sources of strain in discussing these issues?
How are these strains related to more general strains in the medical system and to
different perspectives of physicians and patients?
What are the major issues?
Are there “sides”? How many?
What voices are devalued or silenced?
How does this usually get played out?
What topics, questions, information are usually avoided or excluded?
How does this happen?
Are there certain code words or “hot buttons” that are part of this that tend to stop
thought and conversation? To silence, inflame or invite people to retreat into
stereotyping?
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What do you think is at the root of this?
What do you think I should be most careful about in setting up this dialogue?
In order to try to bring together a diverse group of participants, I’ll ask some people to
definitely expect to participate in the dialogue and others to be alternates. Do you
have a strong preference for yourself one way or the other?
How do you think the alternates should be asked to participate? (Not attend, observe
the dialogue and offer brief comments about the process at the end, other?)
Do you have any other thoughts about the dialogue or your participation in it?
Is there anything I haven’t inquired about that I should; anything that you hoped I’d ask
that I haven’t?

What to expect the evening of the dialogue
Describe the flow of the evening:
Light supper approx 1/2 hour to give everyone a change to get acquainted informally.
Do you have particular food requirements?
Break approx 10-1 5 minutes to rearrange the room.
Recording equipment will be turned on and controlled from a small room to the side.
There is a one-way mirror between this room and the dialogue room. (I think you’ll find
that the mirror, cameras, and microphones are all relatively unobtrusive.)
Dialogue: approx 2 hours
Review of communication agreements (10 min)
Prepared questions (40 min)
Open time to ask questions of each other (45 min)
Prepared questions (20-25 min)
Closing (5 min)
You will each be given a set amount of time to answer questions so that everyone will
have an equal amount of talk time for the prepared questions. The facilitators will keep
track of time through the evening.
I will be in the audiovisual room along with the cameraperson and another graduate
student who will be my general assistant for the evening.
Now that you have some idea of what to expect, do you have any special needs in
order to participate that we haven’t already addressed?
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Closing
While we’ve been talking, has there been anything else that has come up for you that
you’d like to add to this conversation?
Revisit uses of the information from the interview: transcription, development of
dialogue questions, possible anonymous quotes in written dissertation. Now that we are
near the end of the interview and you know what you have said, do you want to
change the confidentiality agreement we made at the beginning in any way?
At the end of the study, I may ask for further background information such as specifics
about your work situation or health circumstances, but I am intentionally leaving that
for the end so as to minimize researcher bias as I interpret the data from the interviews
and dialogue.
Do you have any other questions you want to ask me?
Appreciate their willingness to participate
Make myself accessible before the dialogue (email, phone number)
Letter confirming their participation, informed consent forms, and directions to PCP to
be mailed soon
Would you like to have further input to the construction of the dialogue questions?
(Set date)
Date for follow-up (post dialogue) interview

Adapted from “Sample PCP Pre-Meeting Participant Interview”, March, 2000.
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C: INFORMATION PACKET FOR DIALOGUE PARTICIPANTS

Invitation Letter
November 20, 2001

Dear
I am pleased to invite you to participate in the November 27 dialogue on healthcare
and chronic illness, beginning at 6:30 pm. The pre-dialogue interviews in which you
took part were most informative and useful to the construction of the questions you
will be asked at the dialogue itself and I’d like to thank you again for your time and
thoughtfulness in those interviews.
During the interviews we discussed what you can expect at the dialogue and what will
be asked of you. I’d like to review here some of the highlights.

Goals of the dialogue
The dialogue is an opportunity for people with chronic illnesses and primary care
physicians to draw on their own experiences in relation to chronic illness, in order to
talk with others involved on a daily basis in matters relating to healthcare and chronic
illness. It is hoped that the dialogue will foster a conversation that will be different from
those that often take place in clinical settings. As such, it is an opportunity to both
share from your own experience and to learn from the experiences of others.

What you can expect
Your two facilitators will provide a structure for your dialogue that is physically and
emotionally safe and promotes a constructive and respectful exchange. They will do
this by: reminding you about the communication agreements; making sure that
everyone is heard; helping you disentangle miscommunications should they arise; and
otherwise helping you to stay focused constructively on the question at hand. They will
refrain from expressing their personal views about the issues you are discussing and will
make sure that the group gives balanced and respectful attention to the views of all
participants.
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Communication Agreements
The communication agreements are intended to foster an atmosphere of safety and
respect in which each participant can:
-Listen and be listened to in ways that enable all speakers to be heard
-Be spoken to in a manner that acknowledges and respects the shared humanity of
each participant and fosters mutual understanding.
The communication agreements that arose from the pre-dialogue interviews are as
follows:

•

•

Speak personally, for yourself as an individual, not as a representative of an
organization or position.

•

Avoid assigning intentions, beliefs, or motives to others. (Ask others from a
position of curiosity instead of stating untested assumptions about them.)

•

Use respectful language and avoid disrespectful language.

•

Honor each person’s right to “pass” if he or she is not ready or willing to speak.

•

Allow others to finish before you speak.

•

Share “talk time”.

•

Listen attentively to each speaker regardless of how different his or her views are
from yours, while actively trying to understand what the speaker is saying, rather
than rehearsing a response.

•

Stay on topic.

•

Call people and groups by the names that they prefer.
Respect all confidentiality or anonymity requests that the group has agreed to
honor.

The dialogue facilitators will review these agreements with you at the beginning of the
dialogue. Please feel free to amend them at that time in any way that meets the needs
of the group.
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A few additional items are included with this letter to help you prepare for the dialogue
and to address the research aspect of it. They include:
An informed consent form—Please read this carefully, sign and date it and bring it with
you to the dialogue.
Directions to the Public Conversations Project in Watertown where the dialogue will be
held—Please note that the phone number listed below the map [phone number is
given] is a number where you can be reached in the event of an emergency. In the
interest of fostering full participation in the dialogue, I’d like to ask that everyone share
this number with those who may need to contact you so as to avoid the need to
receive pages and calls to cell phones during the dialogue. If it’s at all possible to
eliminate interruptions, the dialogue will likely be much more satisfying for everyone.
“Self-Help Tools for Participants”—This sheet was prepared by the Public Conversations
Project to be shared with participants in their own dialogues. I pass it along to you as
something you may find useful.
A schedule for follow-up interviews—These interviews, like the pre-dialogue interviews,
will be conducted over the phone and audio taped. Please select a first and second
choice time for your interview and let me know of your preference either by telephone
or email [telephone number and email address]. I’ll confirm your time as soon as
possible.
Thank you very much for your continued interest and participation in this project.
Please feel free to phone or email me with any questions or concerns that you may
have throughout the course of the study. I look forward to seeing you on the 27th!
All the best,

Georgi Lockerman

Note: Portions of this invitation letter are adapted from “Sample Invitation”, Public
Conversations Project, 1996 and from “Sample Ground Rules (Agreements) for
Dialogue”, Public Conversations Project, 1999.

Follow-Up Interviews

Please let me know your first and second choice times for follow-up interviews.
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Informed Consent Letter
Study of Creating a Dialogue Concerning Health Care
Consent for Voluntary Participation
I volunteer to participate in this qualitative study and understand that:
1.1 will be asked to participate in a facilitated dialogue with five to seven other people,
equally divided between people with chronic illnesses and primary care physicians. I will
also be interviewed over the telephone following the dialogue by Georgene Lockerman
who will use a guided interview format for the interview. Six to eight weeks later I will
be asked to respond to a questionnaire asking me to reflect upon the experience of the
dialogue. I may respond to the questionnaire either in writing, by e-mail, or in a
telephone conversation with Georgene Lockerman.
2. The dialogue will follow a protocol of predetermined questions. I will also have the
opportunity to ask questions of my own choosing, of other dialogue participants, and
to respond to questions they may ask of me. The purpose of the dialogue is to provide
an opportunity for doctors and patients to discuss general ideas about health care and
is not intended to address the specific illness of any participant. The follow-up
telephone interviews and questionnaire will request feedback about the experience of
participating in the dialogue. I understand that this research is exploratory and its
primary purpose is to learn whether or not people participating in such a dialogue will
find it useful.
3. The dialogue will be videotaped and the individual interviews will be audio taped to
facilitate analysis of the data. Questionnaires that are responded to by telephone will
also be audio taped to facilitate data analysis.
4. My name will be used during the dialogue and I understand that all dialogue
participants will be asked to keep confidential the information shared during the
dialogue, including the names and any other identifying information about other
participants. I agree to keep such information regarding other dialogue participants
confidential.
5.1 understand that my name will not be used, nor will I be identified personally in any
way or at any time outside of the actual dialogue session. I understand it will be
necessary to identify participants in the dissertation by position in the health care
system.
6.1 may withdraw from part or all of this study at any time.
7.1 will be expressly invited to contribute my thoughts to the development of the
dialogue protocol and the interpretation of the data and have the right to review
material prior to the final oral exam or other publication.
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8.1 understand that results from this study will be included in Georgene Lockerman’s
doctoral dissertation and may also be included in manuscripts submitted to
professional journals for publication.
9.1 am free to participate or not to participate without prejudice.
1 0. Because of the small number of participants, approximately eight, I understand that
there is some risk that I may be identified as a participant in this study although a
pseudonym will be used in any written or oral presentation of the material.
11.1 understand that Georgene Lockerman will provide all participants with her
telephone number. In the unlikely event that I experience any emotional upset following
the dialogue due to the sensitive nature of the dialogue topic, I agree to contact
Georgene Lockerman by telephone to inform her of such an outcome. I further
understand that should such a circumstance arise, she will provide me with information
about any additional resources I may need.

Researcher’s Signature

Date

Participant’s Signature
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Date

SELF-HELP TOOLS FOR PARTICIPANTS
1. If you feel cut off say so or override the interruption, ("I'd like to finish..,")
2. If you feel misunderstood clarify what you mean, ("Let me put this another
way,..")
3. If you feel misheard ask the listener to repeat what she heard you say and affirm
or correct her statement.
4. If you feel hurt or disrespected say so. If possible, describe exactly what you
heard or saw that evoked hurt feelings in you. ("When you said x, I felt y..." where "x"
refers to specific language.) If it is hard to think of what to say, just say, "OUCH" to
flag your reaction.
5. If you feel angry express the anger directly (e.g., "I felt angry when I heard you
say x...") rather than expressing it or acting it out indirectly (e.g., by trashing another
person’s statement or asking a sarcastic or rhetorical question.)
6. If you feel confused frame a question that seeks clarification or more
information. You may prefer to paraphrase what you have heard. ("Are you saying
that...?")
7. If you feel uncomfortable with the process, state your discomfort and check in
with the group to see how they are experiencing what is happening. "I'm not
comfortable with the tension I’m feeling in the room right now and I’m wondering how
others are feeling." If others share your concerns and you have an idea about what
would help, offer that idea. "How about taking a one-minute Time Out to reflect on
what we are trying to do together?"
8. If you feel the conversation is going off track share your perception, and
check in with others. "I thought we were going to discuss x before moving to y, but it
seems that we bypassed x and are focussing on y. Is that right?" (If so) "I’d like to get
back to x and hear from more people about it."

© 1995 Public Conversations Project, Watertown, MA
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D: DIALOGUE PROTOCOLS

Dialogue Protocol for Participants
Dialogue on Healthcare and Chronic Illness
Tuesday, November 27, 2001
6:30-9:30pm
Informal go-round during supper: Please tell us something about yourself that is
important to you and not directly related to the issue we’re here to discuss, something
about a passion, an interest, a hobby, or a pre-occupation in your life.

Welcome
Communication agreements
Question 1 (Each person will have 2 minutes to respond.):
Please tell us about an experience you’ve had that would help us to understand how
chronic illness has affected you either in your work or in some other aspect of your life.
Question 2 (Each person will have 2 minutes to respond.):
Think of a time of particular challenge in relation to a chronic health problem. It may
have been your own health problem or that of someone else. What happened during
that time that was the most helpful toward addressing the challenge? How did that
come about? What contribution did you make toward that outcome?
Question 3 (Each person will have 2 minutes to respond.):
In what ways or in what circumstances do you find yourself torn, where answers are
unclear and some of your values may conflict with others of your values?

Break
Questions from participants
This is a time for you to ask questions of each other. These may be requests for
clarification or elaboration of something someone said earlier or you may introduce a
new question. Please keep in mind that your questions should not contain a disguised
assumption about someone else or a statement of your own point of view. Rather, try
to ask questions that reflect something you are genuinely curious about.
Choice point:
Choose one of the two closing questions to respond to. (Each person will have 1
minute to speak.)
Closing question 1: What question do you wish you’d been asked and how would you
answer it?
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Closing question 2: What is one thing you want to remember about this conversation,
or what has it stirred in you? What are you taking with you? What else would you like
to say to bring the evening to a meaningful close for you?

Wrap up

Georgene Lockerman 11/27/01
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Dialogue Protocol for Facilitators
Dialogue on Healthcare and Chronic Illness
Tuesday, November 27, 2001
6:30-9:30pm

Supper (30 min):
During supper, ask people to sit near someone they do not yet know. As soon as
everyone gets settled and we are all eating, we can do one informal go-round to
introduce everyone. It will be Jonathan and Natalie’s role to host the supper and ask
the question for the informal go-round.
Question:

Please tell us something about yourself that is important to you and not
directly related to the issue we’re here to discuss, something about a
passion, an interest, a hobby, or a pre-occupation in your life.
Begin with Natalie and Jonathan or with Georgi (your choice).
Approximately 5 minutes before the end of supper, let people know that we will be
finishing supper soon and that they can bring drinks and dessert with them during the
dialogue if they would like. These will also be available during the break.
10 or 1 5 minute break to rearrange the room
Dialogue (2 hrs):

Welcome and orientation (5 min)
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Communication agreements (10 min)
1. Speak personally, for yourself as an individual, not as a representative of an
organization or position.
2. Avoid assigning intentions, beliefs, or motives to others. (Ask others from a position
of curiosity instead of stating untested assumptions about them.)
3. Use respectful language and avoid disrespectful language.
4. Honor each person’s right to "pass" if he or she is not ready or willing to speak.
5. Allow others to finish before you speak.
6. Share "talk time".
7. Listen attentively to each speaker regardless of how different his or her views are
from yours, while actively trying to understand what the speaker is saying, rather than
rehearsing a response.
8. Stay on topic.
9. Call people and groups by the names that they prefer.
10. Respect all confidentiality or anonymity requests that the group has agreed to
honor.
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Question number 1 (20 min)
Read question, moment of silence, repeat question
Approx 2 min to respond
Begin with designated person and go around the circle.

Please tell us about an experience you’ve had that would help us to
understand how chronic illness has affected you either in your work or in
some other aspect of your life.

Question 2 (20 min)
Ask who would like to respond first and then proceed around the circle.

Think of a time of particular challenge in relation to a chronic health
problem. It may have been your own health problem or that of someone
else. What happened during that time that was the most helpful toward
addressing the challenge? How did that come about? What contribution
did you make toward that outcome?

Question 3 (20 min)
Popcorn

In what ways or in what circumstances do you find yourself torn, where
answers are unclear and some of your values may conflict with others of
your values?
Break (5 min)
This should be the one hour and 1 5 minute mark. If we are running behind schedule at
this point, ask pars to take a slightly shorter break.
Ask people to use this time to think about what questions have come up for them that
they would like to ask of someone else in the group, or what they would like to know
more about. What has inspired their curiosity?
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Questions from participants (25 min)
Facilitators will decide whether to ask participants to follow time limits when
responding to these questions.
Popcorn

This is a time for you to ask questions of each other. These may be
requests for clarification or elaboration of something someone said earlier
or you may introduce a new question. Please keep in mind that your
questions should not contain a disguised assumption about someone else
or a statement of your own point of view. Rather, try to ask questions
that reflect something you are genuinely curious about.

Choice point (10 min):
Ask participants to choose one of the two closing questions to respond to.
2 minutes to speak
Popcorn
Closing question 1

What question do you wish you’d been asked and how would you answer
it?
Closing question 2

What is one thing you want to remember about this conversation, or what
has it stirred in you? What are you taking with you? What else would you
like to say to bring the evening to a meaningful close for you?
Wrap up (5 min)

Georgene Lockerman 11/27/01
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E: SUMMARY OF THE DIALOGUE

The dialogue took place on the evening of November 27, 2001. Those present
included: two facilitators, eight participants—four doctors and four patients—another
graduate student who studies health and illness, and myself. The other graduate
student was there to observe and to function as a general assistant to me.
When I arrived at the meeting space, Natalie, one of the facilitators, was already
there. We arranged the furniture in the dialogue room and set up the kitchen for
supper. Natalie reviewed her notes while a PCP staff member gave me a quick
introduction to the use of the audiovisual equipment. Jonathan, the other facilitator,
arrived one hour prior to the scheduled arrival time for participants and he, Natalie, and
I met to do a last minute review of facilitation issues. He and Natalie decided that
Natalie would open the dialogue and welcome everyone. Jonathan would review the
communication agreements with the participants. Then Natalie would introduce the
first dialogue question and begin the first round of participant responses. They agreed
on a system for time keeping and also decided to alternate which facilitator would ask
the opening questions.
To address Natalie’s concern about the limited amount of time available for
participants to respond to each question, I had prepared two sets of outlines for the
dialogue. We reviewed the outlines and discussed the advantages and disadvantages of
each in light of the goals and hopes I had for the dialogue. Ultimately, we agreed to use
the original outline providing for three opening questions and a shorter amount of time
in which to respond to each.
During this meeting, the graduate student assistant, Joy, arrived and I invited
her to join the meeting as a way to begin to familiarize herself with the dialogue
process. The first participant arrived approximately twenty minutes before the
scheduled start time, so I left Natalie and Jonathan to finish their meeting and went out
to greet the participant. Joy and I set the food out on the buffet table in time for other
participants to arrive.
As the participants arrived, they entered a foyer where there was space to hang
their coats. Just inside the foyer was the kitchen area with the buffet table set up and
a small table with name tags, informed consent forms, and a sign up sheet for follow¬
up interviews. I greeted each participant as he or she arrived, introduced myself and
gave him or her his or her nametag. I also collected their informed consent forms and
asked them to select a date for their follow-up interview. To my surprise, every
participant brought a signed informed consent form with him or her and there was no
need for the extras I had brought with me. I hoped that this was an indication that the
participants were already fully committed to the study and the dialogue. Once the
administrative tasks were completed, I introduced the participants to Natalie and
Jonathan who invited them to make themselves comfortable until the other
participants had arrived. The one request made of them at this time was that they
avoid talking about the topic of the dialogue until the dialogue had actually started.
Although I had spent time on the telephone with all of the participants, we were
meeting each other in person for the first time. There was a sense of a question being
answered as we put names and faces together.
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The first few participants arrived in a steady stream, one right after the other
and then there was a lull during which the facilitators and I looked anxiously at our
watches wondering whether to wait longer or begin without everyone present. I
decided that we would invite those present to help themselves to supper and we could
begin eating while waiting for the remaining participants. I had hoped to all begin eating
together, but also did not want to rush those who were already there through what
was becoming a shorter and shorter time for supper. In their capacities as hosts for the
supper, Jonathan and Natalie invited everyone to get some food and make themselves
comfortable around the table in the adjacent dialogue room. They were reminded to
avoid talking about the dialogue topic. Shortly after everyone was seated, another
couple of participants arrived and I walked them through the administrative tasks and
invited them to join the others with supper. Finally, about twenty minutes after the
appointed start time, the last participant arrived explaining that she had gotten lost
looking for a place to park.
Once the last participant to arrive had settled herself with supper, I asked
Natalie to begin the more structured part of this get-acquainted time. We had planned
that she would make the following request: “Please tell us something about yourself
that is important to you and not directly related to the issue we’re here to discuss,
something about a passion, an interest, a hobby, or a pre-occupation in your life.”
Robert Staines, from PCP, suggested this question as a way to give people something
other than the dialogue to talk about, a way to introduce themselves to each other
apart from matters of health and illness, and to help them to see each other as whole,
multi-dimensional human beings. We also thought this question would introduce a
lighter mood than the dialogue topic and help connect people equally to pleasant parts
of their lives. To provide examples of how to answer questions for the dialogue, we
planned to begin this informal go round with Jonathan, Natalie, or myself. Just as
Natalie was introducing the question, however, some unexpected people came into the
building and I had to step out to find out what was going on.
It seemed that there was a scheduling mix-up and members of another group
were expecting to use the space I had reserved at the same time I had planned to use
it. Though a minor problem, it did remove me from the room in which people were
introducing themselves and I was unable to hear several of the introductions. Among
the ones I did hear, I learned about peoples’ interests in pastry baking, interior
decorating and there were a few musicians among the group.
Asking people to devote an entire evening to the dialogue was asking a lot and
to compensate, I had promised that we would be very careful about time and would be
strict about ending on time. That meant that we had to carefully monitor the time as
the evening progressed. Having started the supper a little late, I was feeling some
pressure to give people enough time to eat and relax a little from their day, and also to
transition to the dialogue so as to begin that portion of the evening on time. We
therefore let everyone know that we would need to end supper within a few minutes
after the informal introductions, but that they would be free to bring dessert and
something to drink with them into the dialogue.
At the end of supper, we asked the participants to take a break in the kitchen
while Joy and I rearranged the room for the dialogue. We moved the tables to one side
and arranged the chairs in a close circle in the middle of the room to be able to capture
images of all of the participants within the field of the video cameras. On each chair we
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placed a pad of paper, a pen, a copy of the communication agreements, an outline for
the dialogue and a card with the name of one participant on it. I had a seating plan
arranged according to who I thought would be able to set a tone of thoughtfulness and
openness if they were to be the first to speak, or among the early speakers. Where
there were participants I perceived to be more vulnerable than some of the others, I
sat them next to someone whose proximity I thought would lend them some support.
Throughout all of the preliminary phases of greeting the participants as they
arrived, through the break to rearrange the dialogue room, I had kept open the door
from the kitchen to the audiovisual room next to the dialogue room. In orienting
everyone to the space, I took care to make the audiovisual room accessible to anyone
who was interested and mentioned that I would be happy to show them around and
explain the recording process and the equipment to them. No one expressed even the
slightest interest in the audiovisual room or the recordmg of the dialogue, though
everyone had agreed both verbally and in writing to be videotaped during the dialogue.
With the dialogue room arranged, Natalie and Jonathan asked all of the
participants to find their seats and suggested that they might bring dessert and
something to drink with them if they chose. Joy used this time to clean up from supper
and I closed the door to the dialogue room and became both cameraperson and
observer in the audiovisual room. Joy later joined me there as another observer.
The participants were seated around the circle, alternating patient—doctor,
with the two facilitators next to each other. My preference would have been a
horseshoe seating arrangement with the facilitators in the open part of the horseshoe,
but it was necessary to move everyone into a tight circle to accommodate the range of
the video cameras.
Natalie welcomed everyone saying, “Our topic, as you know, is healthcare and
chronic illness and each of you has been invited because you have a unique perspective
to bring to the discussion.” She then reviewed the outline for the dialogue explaining
that there were three opening questions that everyone would be asked to answer, then
there would be a break followed by a period of time where the participants would have
an opportunity to ask questions of each other, and finally there would be a closing
question or two that everyone would be asked to respond to. She further explained
that the participants had the questions in front of them, and that one of the
facilitators would read the question aloud twice and give the participants a short time
to think about their answer so they would already have it in mind and be free to listen
to each other’s responses. She also suggested that the participants help with time
keeping by having the last speaker hold a watch that they would pass to the current
speaker as the time was nearing for them to complete their comments. Jonathan then
reviewed the communication agreements and asked if there were any changes that
anyone wanted to make to them. There were not.
The preliminaries complete, Natalie then introduced the opening questions of
the dialogue saying, “The first question is: Tell us about an experience that you’ve had
that would help us to understand how chronic illness has affected you either in your
work or in some other aspect of your life.” She began this go round by asking the
person to her right to respond and then the participants followed in turn around the
circle. This was the first opportunity that the participants had to introduce themselves
as either patients or doctors. The first two people to speak responded to the question:
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Amy, a patient:
Oh, gosh. I guess my life has changed very dramatically since I became ill
and I finally went out on long-term disability about two years ago... I
guess for me the dichotomy of my past life and where I am right now
came from maybe the second time that I had to go to the emergency
room. I got triaged, of course, in one of those little cubicles and the
question was asked, “How much have you had to drink today?” And, I
thought, “Oh, my God.” Because I have an illness that, unfortunately, a
lot of people who are alcoholics also have and it was the way that it was
put. It was the way that I was treated initially that made me feel like I
had come a long way.
Janice, a doctor:
Well, I’m having trouble picking a discrete experience. My mother has
been chronically ill since she was about twelve. So, her chronic illness
has been the reality of my life since before I existed. And, one of many
features of her illness is that pregnancy and childbirth were dangerous
things to do. So, out of having three pregnancies that lasted long
enough to produce anything resembling a baby, she nearly died three
times. Senior year in high school when they decided that this all girls’
school should include in its education some information about pregnancy
and birth, all one hundred thirty of us sat there in the high school
auditorium watching movies and slides of birth. And, all of my
classmates waxed eloquent about how lovely this was and I said that my
mother almost died doing that. And it’s been an interesting experience
going into medicine with that background, going in fact into family
practice. It’s very much of a ‘this is a normal and healthy, usually safe
thing to do’ and, cognitively believing that and being able to create the
space and convey that to patients. But, when I got pregnant, I needed
to be in a hospital where everybody was hovering over me as though I
was taking my life in my hands by having a child.
For the second question, Jonathan suggested “We’re going to start with
whoever would like to speak first on this question. So, think of a time of particular
challenge in relation to a chronic health problem that may have been your own health
problem or that of someone else. What happened during that time that was the most
helpful towards addressing the challenge? How did that come about? What contribution
did you make toward that outcome?” As it turned out, the participants responded to
this question by going around the circle in the opposite direction from the first,
beginning with the person who had spoken last for the first question.
Karen, a doctor:
I can start. I took care of a patient who had a significant chronic illness.
She was a young woman and she was told not to have children because
she had lupus and she was told that that would make her worse and she
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might die. She desperately wanted children and so, she had two
pregnancies that ended in stillbirths when the babies were full term. It
was quite horrible. She was still determined to have a baby and so, she
and I decided to work together and we would try anything and
everything to have her have a baby. We ended up having two successful
pregnancies. I say “we” because I was intimately involved in allowing her
to try again and sort of trying things that nobody had ever tried and
sort of experimental at the time. She has two babies now who are
seventeen and nineteen. It was a big challenge for both of us and I think
I learned a lot. And she has two lovely children.
Norman, a patient:
Once I had gotten used to the fact that I was disabled, I started to do
something about it and I got involved with the MS Society and do a lot
of voluntary work. I became a peer counselor and talked to a lot of
people who had the same problems I did. Doing that gave me a handle
on my own situation and made me able to adjust my life accordingly. I
listened to some people who had problems that are just as severe or
maybe worse than my own and talked with them about it. It gave me
the opportunity to see life as it really is all about and I think I became a
better person for it.
Natalie introduced the third question, to be responded to in popcorn style—
each person would answer when they felt ready. At that point she decided that she
would hold onto the watch and nod to the speaker when it was time to end their
comments. The third question was: “In what ways or in what circumstances do you find
yourself torn, where answers are unclear and some of your values may conflict with
others of your values?” Karen said that she did not understand the question, but
Michelle offered to go first. By the time five of the participants had responded to the
question, Karen was ready with a response. A couple of the responses were:
Michelle, a doctor:
I’ll tackle it. I have a great deal of difficulty managing certain aspects of
patients’ deaths. Like, for example, when people are in the hospital and
they’re really, really sick and they’re dying. I don’t really want to have to
bash them over the head: “Now, if your heart stops, do you want us to
start it again? If your breathing stops, do you want us to put in a tube
and resuscitate you? If your blood pressure drops, do you want us to
give you medicine to”—I mean, you know? They’re sick. They’re dying.
Their body knows they’re dying. Their chances of recovery are
unbelievably—I just feel like I’d like to ease their way out without
torturing them with—the rights—that we’ve decided everybody has a
right to make a decision about whether they want to die or be
resuscitated. This is the new ethic in medicine. So, I feel like a lot of
times, we sort of bash people over the head with that. The second issue
is that I think when people are dying at home with terminal illness, some
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chronic illness and they’re ready to die, I think it’s okay that you just
kind of turn up the morphine drip. And yet, I feel that euthanasia is
wrong. As a physician, I feel it’s wrong. As somebody who thinks morally
about things, I think it’s wrong. I think it’s dangerous. I think it’s a
slippery slope. I would never say I approved of it and yet, personally, I
feel comfortable doing it.
Nina, a patient:
I’ll go next. Where I’m most torn is about who to tell about my
diagnosis. All of my friends and all of my family members know that I
need a heart transplant. But only my parents, my aunt, and my two
roommates know that I need lungs, too. In a way, I want my friends to
know, but then I say to myself like, you know, “I’ll tell them when it
comes up.” But, I kind of feel like it could be soon also. I went into the
hospital and had my surgery and the next time I saw them, I could be
like, “Hey, I had lungs, too, by the way.” You know? So, I feel like I
should tell them beforehand, but I don’t even specifically know how to
tell anyone. So, it’s kind of like a conflict. Do I have to sit down with all
of my friends at once and tell them at the same time or do I have to go
to each of them individually? And, I want my mom to tell my
grandmother, but my mom never tells my grandmother anything about
my health other than, “She’s fine. She has an appointment later today.”
Or, anything like that.
It was now time for a ten minute break and Natalie suggested “during the break
time, if you could be thinking about a question that you would like to ask others in your
group and you might want to direct it towards an individual that has said something
that you’re not sure you understood, you’d like to understand better or just out of
genuine curiosity, you’d like to know more. Or, it might be just a question that you
came with that you think maybe somebody can shed some light on that.” Jonathan
added that they should all avoid continuing conversation from the dialogue during the
break.
I stepped out of the audiovisual room to observe what was taking place during
the break. Most of the participants went out to the kitchen to replenish their desserts
and drinks. A couple of people, including Norman, stayed in the dialogue room. People
were engaged in informal conversation and someone offered to bring snacks to
Norman, who had remained seated. I had noticed that it seemed like the dialogue room
was a little too cold and after checking in with a couple of people, I adjusted the
temperature. Everyone seemed ready to continue when the break time was over.
Jonathan reconvened the group and outlined the plan for the next phase of the
dialogue. “It’s a time for you to ask questions of each other. These may be requests
for clarification or elaboration of something someone said earlier or you may introduce
a new question. Please keep in mind that your question should not contain a disguised
assumption about someone else or a statement of your own point of view. Rather, try
to ask questions that reflect something that you are genuinely curious about.” There
was some discussion about the time frame and the facilitators clarified that the
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participants would each have two minutes to respond when they were asked a question
during this phase of the dialogue.
The participants seemed enthusiastic about this phase of the dialogue. The
questions asked were as follows:
Saying “Can I start?” Laila, a doctor, asked all four patients, “For those of us who’ve
mentioned that we’re dealing with chronic illness personally, what is the most helpful to
you when you’re dealing with the doctor? That’s the question. What is the most helpful
to you?”
The patients expressed three major ideas: Doctors are most helpful when they are easy
to talk to, respectful, and honest about the limitations of what can and cannot be
done.
Nina: “My doctor is really nice. She’s very easy to talk to. Just, she’s very
understanding and, I guess, we kind of think along the same way in a way. She’s just
easy to get along with.”

Sara: “For me, it’s my doctor is really respectful, that he can understand what’s going
on and puts the facts on the table and explains things pretty thoroughly. Fie acts like
it’s a team ... it makes me feel more supported.”

Amy: “I think you’re in a vulnerable situation when you have a chronic illness... The
thing that’s been the most helpful to me is to be honest about what can and can’t be
done—so, you don’t keep clutching at straws.”
Norman, a patient, asked two of the doctors, “I have a question to ask you and you.
Since you both mentioned talking about terminal illness and so forth, did your whole
experience with your own chronic illness have any affect on your thinking or your
actions or your thoughts about that [in your work]?”
Michelle:
Oh yeah. I mean, personally speaking, I had a major existential crisis
when I thought I was going to be dead. And, I continue to struggle with
it, but I thought a lot about death. And I just think we do a horrible job
in this culture with death. A horrible job in the hospital, the way that we
cart people—you know, even when they die at home, we zip them up
and carry them out of the house and never see them again. I’m just—I’m
having a lot of trouble with death, my own personal death and with—
especially with the way that we treat death in this culture. I think it’s
brutal.
Janice, another doctor, talked about it from the other side of Norman’s question—what
is it like to deal with end of life issues in your family when you’re a family member who
also happens to be a doctor?
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Janice:
The way I notice it the most actually was the other way around, having
had all this experience as a physician, having conversations with people
that I had or had not ever met before about whether or not they wanted
themselves or their family members to be resuscitated. I was completely
out to lunch when my father was in the ICU and completely unconscious.
And, had we had a conversation about resuscitation? No. Should we
have? Yes. Should they have initiated it? Yeah, but I should have had
enough brains to initiate it myself. Right over my head, to the point
where when I called for information and they said, “The doctor can’t
come talk to you right now, because they’re working on your father.”
Was I conscious that that meant they were running a code? No. But, did
I sit down and say to my mother, “You know, at some point, they’re
going to ask you if you want him resuscitated and what would you say?”
She said, “Of course not.” So, we had this conversation during the code,
which we didn’t realize until afterwards.
A patient, Amy, asked this question with the implication that it was directed toward
the doctors.
I guess I have a question just because several of the doctors mentioned
it. What is the policy -I don’t know if there is a policy -about how you
handle end of life issues? I know you had mentioned the morphine. I
remember my father died fifteen years ago ... and I can remember the
whole time that we all knew he was dying, the doctor kept saying, “Well,
we’re going to wait. We’ve got to save that until the end.” Meaning that
it would kill him. But he was already in agony. So is the feeling still that
you save it, whatever it is, until the end?
There were seven comments in response to this question with all four doctors involved
in the discussion.
Michelle: “No. I mean, it shouldn’t be. I think that in general traditional physicians are
very afraid to use narcotics and there’s a tremendous withholding of narcotics. I think
the whole issue around why a lot of people want to die rather than—be killed rather
than die naturally of their diseases—is because we do a terrible job of making people
comfortable.”
Janice:
But, when you asked what the policy is, it’s my impression that the
policy is so much that the physician is in charge and therefore gets to
make the decisions in terms of individual management, that I don’t know
that the individual situation is looked at terribly closely. I think overall we
are moving much more as a community towards honoring people’s right
to be comfortable and physicians’ responsibility to do a good job with
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pain control. But, I don’t think there’s careful looking at individual
situations.
Karen: “There have been several lawsuits over where doctors are sued for not providing
adequate pain relief before death. So, this is an area that will be changing as we speak
and hospitals are having committees, which are looking at this much more intensively
and you will see more changes as we do have the availability to keep most people quite
comfortable.”
Laila: “And, doctors are becoming more and more comfortable with it, I think, as we
recognize that we failed in providing people with adequate pain control. There’s an
initiative for palliative care and end of life care.”
Karen, a doctor, then asked this question and it was responded to by all four of the
patients: “Can I ask a question, taking Michelle’s political cue? And, this is sort of
directed at people who’ve been patients. Has managed care and issues of time
impacted your care? Do you feel your providers are in a hurry or sort of under the time
gun?”
Norman: “I’ll answer that by saying, yes, but I don’t let them get away with it.”
Sara: “It’s almost like I feel guilty asking my whole long list of questions or whatever. I
sort of want to scratch off the last two, because I feel like I’ve spent enough time.
And, I know I shouldn’t let that happen, but it’s—you know, it seems like it shouldn’t be
that situation, that the patient has to be so assertive...”
Nina: “The doctor I have now, the cardiologist ... she’s very patient and whenever I
have an appointment ... she’s very patient with answering ... questions and taking as
much time. But, some doctors I’ve had in the past have been kind of in and out... It
varies with doctors, I guess.”
Amy:
It kind of depends on the doctor. I mean, the doctor that I go to for pain
management, we can certainly talk for forty-five minutes and she’ll act
like there’s not a clock in the world and I know she’s got a room full of
people. But you know, she’s focused on the person. My other doctor—I
know she has seven minutes allotted. So, you ask your questions real
fast. I hope she doesn’t do a physical because that’s just going to spin
away some more time. You know? Get out of there quick.
Michelle, a doctor, asked two of the patients:
I have a question. You said that your doctors get more excited about
acute relapses and you said that your doctor can’t do anything for you
and as long as he admits that, then there’s some level of honesty in the
conversation. So, my question is, is it not okay to just be sort of
chronically not getting better? Is there some sense, is there some
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discomfort in your relationship with your doctor if you’re not moving
forward or stirring up the excitement or is there a sense that you’re
boring a doctor? Is there a sense that you’re making the doctor
uncomfortable with not being able to fix you?
Amy:
I have to say I really think my doctor is very uncomfortable dealing with
chronic illness, very. Now, I had a breast biopsy last December and it
came out lobular carcinoma. Well, she just jumped on that so fast. I
mean, this is one we can really bite into. “Let’s get you on Tamoxifen.
Go see an oncologist. Let’s see a breast surgeon.” It was wham, wham,
wham, and phone calls constantly and then, you know, that was over.
[Back to the chronic problems.] It’s like, “Still throwing up?” “Yep.” “Still
losing weight?” “Yep.” “Have your pain meds increased?” “Yep.” “What
are they now?” Now, we don’t want to talk about it any more. She
would rather talk about a urinary tract infection.
At this point there was a brief exchange during which Norman asked if he could
ask a second question and Natalie suggested that those participants who had not yet
asked a question be given the opportunity to do so first. Nina said that Norman could
take her turn, as she could not think of a question.
A patient, Sara, asked the doctors:
I have one that came up when Janice was talking about patients who say
they don’t want to have these tests or have the information and all of
that. And, it brought up for me, since I’m kind of the opposite, I’d like to
have all the information: Where in that whole conversation or whose
responsibility is it to bring up that issue? I never even sat down with the
doctor the first time and said I want to be told everything because I’ll
worry about it more if I don’t know...
The responses to this question became more of a back and forth between the
questioner and two of the doctors.
Janice, a doctor:
Well, I’ve had the same experience as you of being trained that, of
course, we give this information and I also happen to like explaining
things and I feel good about my skills of translating things into English.
And those two are related because, obviously, I focus attention on it
because I like it and because I think it’s important. But, I don’t know that
it’s ever occurred to me to ask, “Are you someone who will worry if I
don’t explain in detail?”
Sara, the patient who asked the question: “And, I know I don’t always think to mention
it or I don’t feel that there’s a place to mention it.”
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Janice, a doctor:
Sometimes, if I get a sense that that’s going on, I’ll put it into, “It
sounds to me as though this is part of what’s frightening you. Would
you rather I ran through every remote possibility and kind of how it
looks to me at the moment?” But, if it’s not said to me in so many
words and I’m not getting those vibes, then it’s unspoken unless
somebody comes up with the words.
Michelle, a doctor: “I think the art of medicine is to get as much information as is
important, but not to clog the people with too much information and it’s a trick to do
that. And, sometimes, you go too much one side or the other. You know? ... So, it’s
tricky. It’s a trick.”
Sara: “Especially with the Internet and all the information people can pick up on their
own.”
Michelle: “You don’t want to know everything. You don’t. You really don’t.”
A doctor, Janice, asked: “I have a question and I’m still trying to figure out how to
articulate it. It was brought to mind by something that you [Norman] said but it’s a
more general question really for everybody to whom it’s relevant. And it’s this business
of ‘I feel like I’m a normal person. My family wants me to behave like I’m not normal.’ I
think I want to understand it more from each of those perspectives.”
Norman, a patient:
As I say, I don’t think like a disabled person or an ill person or a person
with chronic illness. I tend to think how I can do things. I lie awake at
night thinking how to solve problems that come up during the day, how
to fix something that takes two hands... But the people that I’m around,
tend to view me as a disabled person and they don’t expect that I’ll be
able to do these things... They see me as a person who can’t walk too
well, can’t use his right arm and falls a lot and has to be watched. I
mean, that’s maybe because they love me and because they’re my
family. They’re very, very supportive that way, but people who I know,
friends, they’ll make sure I don’t—they’ll hold my arm when I walk and I
don’t need this and I don’t want it. Maybe I do need, but I really don’t
want it... Maybe it’s because I don’t want to be disabled. Maybe that’s
the core. I really don’t want to be disabled. I can’t stand being the way I
am. I am the way I am and I accept it. I love my life, but maybe that’s
the reason why I dislike getting that feeling from other people, because I
don’t want to be disabled. I don’t want to be thought of being disabled.
At Nina’s request, Janice clarified the question: “Obviously, I had a little trouble putting
it into words, but it’s: What’s it about to feel not too disabled or as though you’re less
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disabled than the world sees you and to have other people in your world treat you as
though you’re maybe more disabled than you are?”
Norman responded again followed by comments from each of the other patients:
Nina: “I was going to say the same thing. Actually, I just don’t like being labeled as
disabled even though, you know, deep down I know that I am. I just don’t like my family
treating me like I am or pointing out that I am and that I can’t do things that, you
know, my brother and sister can do or that other people my age can do.”
Sara:
If they don’t think you need it [help]—I mean, it kind of backfires for
me. Because you know, I won’t ask my daughter to open that jar or I
won’t ask someone to make an extra trip down the stairs for me and
then, I do it myself and my knee swells up. And then, it’s worse because
I can’t do the things with them that I would have been able to do. So,
you know, there’s two sides to it. You know? You just have to find a
happy medium.
Then Amy brought in the other side of the experience of being perceived differently
from how one feels:
Amy: “And there’s the opposite, too, which is, ‘But, you look so good. You’ve lost
weight.’ And, I’m going to keep on doing it too. It’s just the total opposite. ‘But, you
don’t really look sick.’ So, it’s kind of funny.”
As everyone who wanted to ask a question had done so, Natalie gave the
participants the option of continuing for ten or fifteen minutes longer with other
questions they might have, with the understanding that it would mean eliminating one
of the two prepared closing questions. She encouraged them saying: “... it probably
makes more sense to have the questions come from you than the prepared ones.”
There was general consensus that the participants would like to continue with more of
their own questions and three additional questions were introduced:
Norman, a patient, asked the first of these questions, which generated a great deal of
conversation and was responded to by three patients, two doctors and then Norman
himself:
Norman: “The question I had is for people who are dealing with chronic illness and it has
to do with depression. Were you depressed? How did you deal with it? How did your
physician help you with it? Things like that. Talk about depression.”
Nina, a patient:
The way I handled it was I stopped taking all my medicine—like all in one
day. And about a day and a half later, I went into serious heart and lung
failure and was in the hospital. I had been seeing a psychologist before
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that every once in a while, but at that point, I started seeing them more
and I went on an anti-depressant and it really helped a lot. It’s my
favorite pill of all my pills. [Laughter] And, I’ve been fine since then.
There are still days where you feel bad for yourself, you know, and I’ll
say, “Why did this happen to me?” And, I have those days, but it’s not
every day and it’s not even, you know, once a week like it used to be.
Michelle, a doctor:

I was definitely depressed, badly depressed. I mean, I was just really a
mess and I refused to see a shrink. “What is a psychiatrist going to tell
me—this isn’t happening to me? Is a psychiatrist going to take this
diagnosis away from me? Is a psychiatrist going to reassure me I’m not
going to be dead?” So, I actually had a fair amount of loathing before at
the thought of seeing a therapist. None of my doctors suggested I take
an antidepressant. God knows I needed it and in retrospect when I look
back, it’s clear as a bell that I needed an antidepressant. It would have
improved my sleep, my brain functioning, and you know, I didn’t need to
see a therapist. One of my doctors could have put me on it, my internist
who I didn’t see... It was an awful time and I made a mistake not just
prescribing it for myself.
Amy, a patient:
I think whenever you have a chronic illness, the danger for depression is
great. As I was getting sicker and sicker, I went to a therapist, because I
knew that my world was starting to turn upside down in a way that I
wasn’t prepared for. I’m still not. And, I started taking an
antidepressant. More it was preventive for those rainy days that
eventually came, and were coming even then. But, I think knowing that
the situation is probably not going to get better can cause you to feel
bad... So, I view depression as a real, living thing.
Michelle, a doctor: “I think doctors are often times very uncomfortable bringing up
antidepressants with people who have chronic illness, because you know, it’s like the
fibromyalgia patients who have this total body pain. They are so enraged that
somebody is suggesting once again that their problem is psychiatric...”
Karen, a doctor:
I think it is very difficult sometimes to bring up the subject of
antidepressants in the medical office setting when someone has a
chronic disease. You don’t want to come off and say, “You know? You’re
okay. Here’s yet another pill and this one will make you feel better,”
when you’re not curing the chronic illness. I feel like your comment
earlier about seeing a psychiatrist and you said to yourself, “What can a
psychiatrist do? Say I don’t have breast cancer?” I remember having the
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same thought when I had a death in my family and someone said, “You
should see a psychiatrist.” I kept saying, “They can’t take away the fact
that I’ve had a death.” A child of mine died. They can’t say, “No. It
didn’t happen.” I thought it was such a useless comment and yet, the
internist, your other doctors can in fact do things, but I think it’s very
difficult and I think it’s probably way under recognized and way under
treated.
Sara, a patient: “I think you’re right about people being sensitive sometimes and just in
the experience of my son ... there were a lot of people there [in a support group] that
were furious that doctors had even mentioned to them that stress could be a factor,
because they didn’t want to hear that they were being blamed for having caused it... I
remember that and it must be very difficult knowing how to read someone.”
Norman, the patient who introduced the question:
It seems sometimes they have to find a difference in definition between
what is depression and what is feeling blue. When I was first diagnosed
with this disease ... I felt badly for a while. I never took anything and I
went to see one of my friends who was a physician and talked to him
about it. And, he said, “Get on with your life.” Because that’s the way it
is. And, I looked at him and it was all of a sudden, I realized that’s really
what it was... So, I never took any pills. I got a medicine chest full of
them and periodically I throw them out because they’re outdated, but I
never take them. I don’t take them... [Laughter, simultaneous
conversation] I think I get sad once in a while. I think of what I was and
what I could have been and I had to stop working when I was really at
the peak of my form and that made me feel sad, but again, not
depressed.
Michelle, a doctor, asked the following question of the patients:
I want to ask a question about the whole idea of, again, going back to
doctors’ discomfort with chronic disease and the sense that somehow
you’ve brought on your chronic disease. When something really bad
happens to you, there’s this primitive belief that we’re being punished
for something and if you don’t get better, is there some sense that you
deserve it or that it’s your fault? I mean, is there some way the doctor
interacts with you that makes you feel that you’re just not pulling
yourself through it well enough? What can doctors do to be a witness to
what you’re going through in a way that relieves you of any sense of
failure or personal responsibility?
There were some brief comments by three of the participants, after which two patients
gave detailed responses:
Amy: “That’s a good question.”

172

Norman: “My answer to that would be, ‘Be honest with the patient.”’
Michelle, the doctor who asked the question: “But, first they’d have to be honest with
themselves.”
Norman:
Yes. Absolutely. I think they have to talk honestly with their patient on
an ongoing level. That’s sometimes very difficult for a physician,
because they get asked for help all the time. It sort of elevates them
and not that they all talk down, but they talk from a position of being
above and get asked for help. And, I think that sometimes if they
remember that they put their pants on in the morning the same way
everyone else does, [laughter] that they’re really on the same level with
the person and that they’re a human being, I think that would help.
Amy:
Sometimes, I think that what’s hard for physicians and a lot of other
people is that, you know, having a chronic illness is kind of like your
worst nightmare... Being chronically ill, just like it keeps on going and
going and the things that you end up giving up are the things that a lot
of people treasure. You know? And, if you think about it—you know, I
don’t know. I don’t know. Sometimes, I wonder if my doctor doesn’t look
at me and think, “Oh, God. There but for the grace of God go I.” We
never talked about it. We probably never will.
The final question, asked by Janice of the patients, began as a conversation between
Janice and Amy with additional comments by Norman and Sara. Karen and Laila added a
brief glimpse into how such a situation might look from a doctor’s perspective.
Janice, a doctor:
My question is maybe a more general question that’s in the same vein as
the one you just asked, but it came to mind when you [Amy] said
“Unless I have something acute going on, there’s sort of nothing to talk
about.” The question really is: What do you wish you were invited to
share or to ask or were offered help with, company with? What, in those
visits that are just about chronic stuff and not about acute stuff, would
leave you at the end of the visit feeling like it was worth coming? I got
something from this. I feel better, like something healing, caring
happened here?
Amy, a patient: “I guess for me, it would be to have a conversation about it. It’s almost
like, you know, when your medic says, ‘Well, let’s talk about your fever, flu, you know,
anything else that might be going on’—and, we never really talk about my illness. We
really don’t. It’s like you get on the table, she feels the same pain, same place—the
same thing, the same pain. We don’t talk about it.”
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Janice: “And you would rather?”
Amy: “We talked about it. You know? I don’t know. Maybe she knows something that’s
come up that’s worth trying, but we don’t talk about it.”
Norman, a patient: “Education is a wonderful thing. The more you know about your
chronic disease, the better you are able to handle it.”
Sara, a patient:
I’ve found that people have gotten more information from other people
with the same kinds of problems or support people or whatever than
from the doctors directly, even about medical information and it doesn’t
seem that that’s the way it ought to be. And then it brings up questions
you ask your doctor. And, I’m not criticizing doctors for not taking the
time, but yes, it probably would be good if a doctor tried to initiate
more of a discussion about how this is affecting you in your overall life
and what we could and couldn’t do about it, what things are you maybe
giving up that you love to do and is there something—Maybe just
initiating a discussion about how can we deal with this, how can we help
people in other parts of their life?
Karen, a doctor:
You know? I feel doctors are trained to treat diseases, mostly acute
diseases. A chance to cut is a chance to cure. I mean, we have hundreds
of thousands of these little sayings and so, I think it’s only a very small
percentage of doctors who sort of fit with the chronic illness patient
well and I think that’s in part what we’re hearing. Most doctors are just
better trained to treat what’s wrong and how to cure it and not to talk
about all the things that you were saying. That’s not justification at all.
Laila, a doctor:
I think part of that is to have a multi-disciplinary approach to caring for
the chronic patient ... to see how they can come to terms with it and
learn how to live in this new body or this new condition that they’re in...
But time is always of the essence and if you do have an acute problem
that needs to be addressed, the tendency is to take care of that
problem because you know you can do something about it and it needs
to be taken care of. And then, the intention is never to side-track the
chronic issue, but in practical terms, it might happen... And you might
want to see that person again after the acute illness is over and deal
with the chronic issues.
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As Natalie attempted to bring this part of the dialogue to a close, Janice asked
to make one more comment, which effectively summarized much of what the dialogue
had been about.
Janice, the doctor who introduced the question:
I don’t think it’s only the time issue. I think we also have been taught
and came to this because we wanted to make a positive difference for
people. But I think all of us were taught how to make a positive
difference with something acute that we can treat and potentially cure.
We got much less training in the reality that we can make a positive
difference by shutting up and listening, and asking questions about
impact on the rest of reality and unless you’ve groped your way to that
on your own as a physician, a lot of us don’t really know it. And, it’s very
uncomfortable to sit there and listen to emotional and physical pain and
feel like we can’t do anything about it. And a lot of us don’t know that
we can do something about it simply by being present and listening for a
while.
With the time allotted for the dialogue drawing to a close, Natalie introduced
the transition to the closing phase of the dialogue:
We have a very short time, about fifteen minutes for this next part and
originally what we were going to do was to have two questions and you
do have two questions on your sheet. But, what we’re going to suggest
is that you choose one of them. It’s your choice which one you would
like to answer. So, Jonathan will read both of them, give you a minute to
kind of think about which one you’d like to address and we’ll again go
around sort of popcorn style. Whoever wants to go can and
unfortunately, again, it’s only about a minute and a half to answer this
and then, we’ll just do a brief wrap up.
Jonathan:
The first one is: “What question do you wish that you had been asked
and how would you answer it?” And, the second one is: “What is one
thing that you want to remember about this conversation or what has it
stirred in you? What are you taking with you? What else would you like
to say to bring the evening to a meaningful close for you?” So, you can
take your choice. Each individual can take their choice about which one
to answer.
Some of the patients said that it was valuable to learn that they had experiences in
common with other patients, even though they may be dealing with different diseases.
One said she understood better the need to be an assertive patient. And three of the
four mentioned something they had learned about doctors. Some of the doctors
mentioned what they’d learned from a discussion of a particular topic, such as the
variation in how people experience their limitations and the importance of remembering
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to address issues related to the chronic illness even when the patient presents with an
acute concern. But all of them focused most of their closing comments on
interpersonal aspects of doctor-patient relationships:
Nina, a patient: “I don’t want to say that I’m glad that other people have been
depressed, but I’m glad I’m not the only one. So, that just makes me feel better and
also, like you said, doctors put their pants on one leg at a time, too. I’ll keep that in
mind next time I go to the doctor.”
Sara, a patient: “I had sort of the same reaction that you did in terms of getting from it
that doctors are often more on the same page as you are than you think... It’s helped
me think that maybe I should be a little more assertive or just bring up some of those
things and be a little braver about the reaction I might get as a patient.”
Norman, a patient: “I was very glad that there are other people like me out there and
that it pays to go on because everybody is dealing with the same issues in one way or
another—either having trouble with your doctors, having trouble with your feet or your
legs or whatever else it is that’s bothering you.”
Karen, a doctor:
I will remember, I think, the whole conversation about the non-acute,
bringing up the issues that most of us probably ignore some of the time
by focusing on the acute treatment and I think that was really very
important and good to remind us all. I would encourage you to remind
your clinicians [in training settings] because I think we do forget. It’s
against what we’ve been taught in some ways and I think it’s good to
hear how important it could be so that we do more of it, even if it
means focusing on the urinary tract infection first and then, moving on
to other things. But, I really think that’s so important and, you know, I
hear that.
Laila, a doctor:
I found this to be very powerful. It’s not often that we get a chance to
sit around and talk leisurely about these issues and they’re very difficult
issues that come up all the time. And the more exposure you have to
people who are either experiencing it or people who take care of the
individuals who are experiencing it, the more you learn. We’re constantly
learning about how to deal with these issues on a day-to-day basis. So,
I’ll take away from this many, many points, but I’ll remember when I’m
sitting in the office to inquire more and to just try to feel what the
individual is feeling.
Michelle, a doctor:
I think the hardest thing in the world, but the most important thing one
can do for another human being is to really truly witness their suffering.
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And, when I was going through my own personal crisis, it wasn’t just my
doctors who couldn’t see it. It was nobody could see it and the rare
person who could see it, could barely stand it. So, I think that what you
want and what I wanted was for someone to really to be a witness to
how horrible things were for you. And I don’t know, I think it’s the rare
person who can do that for any length of time. But if your doctor is not
able to do that, then you know, if you open yourself up and your doctor
is not able to do that, then find somebody else. I think that’s what I
learned when I got sick. That’s the most important thing I do actually, is
to hang in there with them. It isn’t that I can’t do anything for them. I
can’t cure them, but I think by seeing what they’re going through and
saying, “I’m going to be there with you and we’re going to figure this
out over time.” That’s what helps. That does make people better.
Amy, a patient:
I guess I’m taking away several things from this. First, it’s not often that
you get to be in the same room with people who have disabilities and
who you can actually talk about it without trying to put it under the
carpet. And, I also think it’s unusual to be able to be in the same room
with doctors who obviously care about this issue or you wouldn’t be
here. And, that’s reassuring to me on a personal level. I guess the last
thing I’m going to take away is a wish that there would be more of these
meetings with doctors and people who are chronically ill.
Janice, a doctor:
I’m glad to be reminded and supported as I work in this environment,
and I’m supposed to see an infinite number of patients in an
infinitesimally small time, that my gut level sense that there is value in
shutting up and listening to people is not just my own delusion. The two
comparatively unfamiliar thoughts, as they have managed to strike my
brain tonight, that I need to wrestle with more, are: What goes on for
people when, as you put it, your denial is not wanting you to be limited
and your family is perhaps treating you as though you were more limited
than you necessarily are or have to be? Where is the potential? I need to
understand that one better. And, whose job is it to articulate some of
these questions and how do we air better...? And, is what you want
something that I’m comfortable doing or can be comfortable doing...?
How does that get aired and processed and resolved?
Natalie and Jonathan then closed the dialogue with their own comments.
Natalie: “It was very powerful being in this room with you. It was very hard to not be
able to say anything. So, I appreciate just learning from all of you. Your questions and
your responses were really wonderful. And I learned a lot in here and I admire each of
you for your courage and for the place that you are, right now. So, I thank you for
this.”
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Jonathan: “And, I would say indeed it was very difficult not to say anything. On the
other hand, I feel like I got so much out of listening, that I doubtless came out the
better than had I been a talker, too. So, thank you very, very much. These are very
moving comments and insights into everybody’s lives and I will remember all of these
stories and thoughts and questions for a very long time. Thank you.”
Natalie: “Thank you all.”
Jonathan revisited the confidentiality agreement asking the participants to reflect on
what they had spoken about and consider whether there was anything they wanted to
flag for special attention to confidentiality. There was not and the dialogue was
brought to a close.
With the end of the dialogue, I stepped into the room to thank everyone, but
the moment had passed and everyone was already busy gathering their belongings to
leave. There was very little conversation among them at this point and with the
exception of one participant who needed a ride home, they all left quickly. Natalie,
Jonathan, and I straightened up the meeting space and also left quickly with an
agreement to speak together about their experiences of the dialogue after I had done
the follow-up interviews with the participants. Jonathan made the comment, “You’ve
documented some very important things here.”
As I was leaving, I had an immediate sense of two things. First, by arranging for
the dialogue, I had done something good for a small group of people. Second,
something very connecting and profound had taken place in the dialogue room and not
having been in the room, I was not a part of it. I felt like I had missed out on something
special. Beyond that, I could not immediately name what had taken place.
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F: FOLLOW-UP INTERVIEW

Overview
There will be several parts to this interview that will give us an opportunity to address
your experience of the dialogue from a number of perspectives. As in the first
interview, I will be taping our conversation, but everything you say will be confidential.
I’ll have the tape transcribed and any references to what you will have said that appear
either in my dissertation or in published material will be either anonymous or identified
by a pseudonym. OK? Okay to turn on the tape?

Experience of the dialogue
What stands out most for you about your experience of the dialogue?
Did anything (else) especially interest, move, or surprise you?
Does anything else come to mind?
Was anything difficult or uncomfortable for you during the dialogue?
What was a difficult or uncomfortable moment for you?
What contributed to your having that feeling/difficulty/concern?
Can you think of any way the facilitators could have helped with this? Can you think of
any way the difficulty could have been prevented?
At this distance from the dialogue are you aware of having learned anything from the
experience?
Do you anticipate that your experience in the dialogue will affect your thinking,
speaking or actions related to chronic illness? If so, how?
Was there something in particular that influenced you in this way?
Overall, how would you rate your dialogue experience on a 1-7 scale where 7 is
“outstanding” and 1 is “wish I had not come”? Explain.
If we had it to do over again, what would you recommend keeping the same?
What would you recommend changing?
What would you do differently?
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Would you have any thoughts to share with someone who is not sure whether or not to
participate in a similar dialogue?

Structure of the dialogue
Did beginning with supper and the informal conversation during that time help you
prepare for the dialogue? How?
In hindsight, would you have changed the communication agreements? If so, how?
An idea built into this model of dialogue is that having some pre-arranged opening
questions that everyone responds to serves three purposes. One is that they help
people introduce themselves to others in relation to a difficult subject. A second is that
they help the participants become acquainted in a very short space of time. And a third
is that they help participants begin to speak from their experiences—from the heart.
Did you find that the opening questions worked in these ways for you?
Are there other questions you would recommend as opening questions? OR Is there
another way that you would recommend beginning the dialogue?
The questions were:
•
Please tell us about an experience you’ve had that would help us to understand how
chronic illness has affected you either in your work or in some other aspect of your
life.
•
Think of a time of particular challenge in relation to a chronic health problem. It may
have been your own health problem or that of someone else. What happened during
that time that was the most helpful toward addressing the challenge? How did that
come about? What contribution did you make toward that outcome?
•
In what ways or in what circumstances do you find yourself torn, where answers are
unclear and some of your values may conflict with others of your values?
In making decisions about the structure of the dialogue, time became a major factor. I
wanted you to have the opportunity to experience the series of opening questions,
both to orient yourself and to get to know the others and I also wanted to maximize
the time available for you to ask questions of each other. The solution was to put a
very short time limit on your responses to the opening questions.
How did this decision work for you?
Would you recommend that next time I keep it the same or change it? How?
The options were:
• Allow more time to respond to the opening questions even if it means a shorter
amount of time for the open exchange.
•
Have fewer opening questions and more time to respond to each, keeping the
amount of time for the open exchange the same as it was.
• Allot even more time for the open exchange and less time for the opening
questions.
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Time keeping was a little less rigorous during the open exchange. How did this work for
you?
Did it feel to you as though everyone had an equitable amount of time both to ask
questions and to respond to those questions asked of them?
In the closing phase you were asked to select one of two closing questions to respond
to. How well did this work for you?
Would you recommend another way of bringing the dialogue to a close?

Facilitation
What comments do you have about the facilitation team and how they worked
together?
How fair and balanced was each of them?
Do you have any (other) feedback for one or both facilitators about how they filled
their roles?
Do you have any suggestions for how others might fill this role (still) more effectively
next time?
I intentionally chose to have a facilitation team in which one member of the team was a
physician and one was not. Was that important to you?
One of the differences in this dialogue as compared to the PCP dialogues is that for this
dialogue, the pre-dialogue contacts and follow-up are being done by a researcher. At
PCP, the facilitators usually do these and they believe that the pre-dialogue contacts
help to establish trust that enables the participants to speak freely during the dialogue.
Therefore, I would like to ask some questions about the transitions between your
contacts with the facilitators and myself.
Do you think it’s important for participants to get to know the facilitators before the
dialogue through pre-dialogue contacts such as phone calls, written material and pre¬
dialogue interviewing?
Would it have been better for you if we had arranged for such pre-dialogue contacts
before your dialogue? How?
We thought that one way to transition between your prior contacts with me and the
dialogue was for the facilitators to host the supper preceding the dialogue. Was that an
effective transition for you?
What helped it to work well?
How could it have been improved?
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Now that the dialogue is over and I am again the person conducting the interview,
would you have preferred to have some follow-up with the facilitators instead? How
would that have been helpful to you?
What other thoughts do you have about whether or not it’s important for the
facilitators to be the ones having the pre-dialogue and post-dialogue contacts with
participants?
Do you feel like you had closure with the facilitators? What would have helped?
What other comments do you have for the facilitators or for me about the facilitation
process?

Content of conversation during the dialogue
Do you think the experiences of both people with chronic illnesses and doctors were
given a balanced amount of attention?
If not, whose experiences were given more attention?
What contributed to that happening?
Would you do it differently another time?
What would help accomplish that?
It would be impossible to address in one dialogue the full range of experience of either
living with a chronic illness or the life of a doctor caring for people with chronic
illnesses. Among the topics that were addressed during the dialogue, which were most
important to you?
What makes those particular topics important to you?
What topics that were not mentioned do you wish had been?
What prevented them from being mentioned?
What would have helped?

Process of preparing for, conducting and following-up on the dialogue
What influence did the pre-dialogue interview have on your participation in the
dialogue?
What would have made it more helpful?
What influence did it have on your experience of the dialogue to know that some of the
people in the room were acquainted prior to the dialogue and some were meeting
everyone for the first time?
How useful were the written materials you received prior to the dialogue?
Would you have liked additional or different materials included?
What other suggestions do you have for changes to the written materials in the
future?
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Did you feel respected by all of the other participants and by the facilitators? What
contributed to that?
What would have helped?
Did you feel like the participants were all treated equally?
Was there any unevenness between the doctors and the people with chronic illnesses?
Would you have preferred that it be otherwise? What would help to achieve that?
Throughout the various phases of preparing for the dialogue and now, at follow-up, I
have been aware that the model I used for the dialogue was developed to help people
address divisive issues. I have been applying this model to a group of people whose
experiences may be different but who are not necessarily in strong disagreement with
each other. How useful did you find this model for creating an opportunity to address
differences of experience between people with chronic illnesses and doctors?
How useful was it for addressing differences or similarities among doctors?
Among people with illnesses?
How would you characterize the outcome of the dialogue for yourself? How would you
like to make use of that?
How would you like me as researcher to make use of it?
Some people have asked about follow-up beyond this interview. Do you think some kind
of follow-up is important? If so, what form do you think it should take?
Who should be a part of it?
When should it begin?
Who should sponsor it?
Some of the participants have asked for a written summary of the dialogue process and
I plan to write that when all of the follow-up is completed. Would you like to review
what I have written and add your perspective before I write the final draft?
Would you like to have some other form of input to the summary?
Members of the Public Conversations Project would also like to receive a copy of this
summary, both to disseminate to people who call them asking about dialogues related
to healthcare, and to post on their website as a “ripple effect” of their work. In your
informed consent form you gave me permission to write about this work in professional
publications. Do I have your permission to share the summary with PCP to be used in
the ways mentioned?
Would you like to review my interpretations of the results prior to my including them in
my dissertation?
Would you like to have some other form of input to what I write?
Is there anything else about the dialogue itself that you would like me to be aware of?
What other comments do you have for me as researcher?
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The final follow-up will be in about six weeks. It will be a very short questionnaire that
should take you about 10 minutes to complete. Do you prefer that I send it to you by
e-mail, regular mail or would you like me to call you so you can do it by phone?

Adapted from POP’S “Post-Dialogue Follow-Up Interview 1/19/96 Edition plus additions
and “A Sample Protocol for a Follow-Up Interview”, 1999, from the Resources section
of their website.
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G: DIALOGUE FOLLOW-UP QUESTIONNAIRE

Name:
Date:
What thoughts, experiences, or ideas stayed with you the most after the dialogue?
What do you think was the most important outcome of the dialogue?
What influence has it had on the way you live your own life with a chronic illness?
What influence has it had on your work with people who have chronic illnesses?

Chronic Illness
Do you personally have a chronic illness?
Has it been diagnosed?
If so, what is your diagnosis (or diagnoses)?
How long have you had this/these illness(es)?
What do you do on a regular basis to take care of yourself in relation to this illness?
How often do you find yourself thinking about your particular needs in relation to the
illness as you go about your daily life?
How often do you interact with the medical system in relation to the illness?
What sort of involvement with the medical system does it require?
How would you characterize your interactions with the medical system?
Who is the medical person who most regularly helps you manage your chronic illness
(primary care doctor, nurse practitioner, specialist)?
How would you describe the relationship you have with him/her?
Describe how this person is helpful to you.
What else would you like from this person?
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Considering all the ways that you find help and support for yourself, what is most
helpful in relation to your life with chronic illness?

Other activities related to the subject of the dialogue
Have you ever been involved in a project to study or address how people with chronic
illnesses cope with their illness or manage their health care needs?
Have you ever been involved in a project to study or address patient satisfaction with
medical care?
Have you ever been involved in a project to study or address physician satisfaction
with their work environment or work conditions?
Have you ever been involved in a project to study or address physician satisfaction
with their career choice and its influence on their lives?

Background information
If you are a physician:
How long have you been in practice?
What is the nature of your practice?
How many hours per week do you see patients?
Do you have an area of special interest? If so, what is it?
What percent of your patients see you for chronic illnesses?
What percent of your time do you spend addressing the needs of these
patients?
In what ways other than clinical practice do you work as a doctor (e.g.,
community projects, public speaking, research)?
If you have a chronic illness:
Are you currently employed or in school?
If employed, what is your occupation?
Were you employed or in school prior to your illness?
What was the nature of the work you did before the beginning of the illness?
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What changes or adaptations have you made in your occupation due to your
illness? (E.g., Have you changed jobs or stopped going to school or to work
outside the home? Have you limited the work you do for the household? Is your
schedule at work or school influenced by special needs related to your illness?)

Update for other participants
Some people have expressed an interest in learning about how the other participants in
the group have been since the time of the dialogue-updates. Would you be willing to
share such information about yourself with the other participants?
What would you tell them as of today?

Follow-up
Some of the dialogue participants would like there to be some follow-up to the
dialogue. The ideas they mentioned would involve reconvening the entire group to do
some problem solving about the issues raised during the dialogue. The goal of such an
effort might be to develop some guidelines for doctors and patients, possibly to be put
into the form of a pamphlet for patients, introduced into medical school curricula, or
made public in some other way. Would you be interested in participating in such an
endeavor?

G. Lockerman 2/13/02
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H. DIALOGUE RATINGS

Ratings of dialogue in follow-up interviews on a scale of one to seven
PATIENTS
6 or 7
6 to 7
6.5
5 or 6

DOCTORS
6.5
5
5
5
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